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iNTTRODUCTiON 



Concern about the well-being children 
and families is widrapread today, and 
interagenQT collaboration is attracting a lot 
of attention as one strategy to enhance and 
secure that well-being. Increa^n^, institu- 
tions senmog diildren and fomilies are 
trying to work togetW to fill sendee gaps, 
reduce duplication, make service more ac- 
c^ible and respond to n^ls of families, 
rather than provide fragmented services to 
individual members. 

Inevitably, as they plan and implement col- 
laborative efforts, organizations must ad- 
dr^ Uie n^d to share information about 
people. This is not an entirely new require- 
ment — indeed, for a long time, organiza- 
tions ha^ communicated about selected 
diildren and families in or^r to coordinate 
action, and th»e are ^tablished procedures 
for the release of infoimation in these cir- 
cumstances. 

What is new in the current environment is a 
growing expectation that organizations 
routinely will work together to help children 
and families. Put into practice, this expecta- 
tion has several implications in the area of 
information sharing: it means that an ex- 
change of information is likely to be sought 
in many more cases, that more organiza- 
tions are likely to be involved in ^e ex- 
change and that more detailed information 
may be desired 

Questions that once rarely were asked are 
now much more ccnnmon. How can a school 
know if a child or family about whom it is 
concerned is already being serv^ by an 
agency? How can agencies assure that their 
servi(^ are complementary rather than 
duplicative? How can they reduce the need 
for individuals to give the same information 
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a^dn and again to multiple woxkers in m\il- 
tiple agencies? 

Yet, ^pite the seeming value of exchang- 
ing inlbnnation, most of these institutiims 
ofwrate under one or more oonfidentiali^ 
mandate Uiat {dace constraints (m such an 
exchange. These mandatiw come from dif- 
ferent places, including federal statutes or 
rules, state statutes or rules, interpretations 
of the federal or state constitutions and 
state common law. In addition, even when 
there is no explicit statutory provision 
governing the i^ncy, there may 1^ formal 
or informal codes of profi^ional ethics tiiat 
affect the willingness of professicmaU to 
share information with others. 

It is often hard just to identify all of the 
mandates that govern participating agen- 
cies. Even when the mandates are iden- 
tified, it may be hard to 6gure out exactly 
what they mean or how they might or might 
not apply to the collaborative effort 

When faced with multiple and sometimes 
unclear confidentiality mandates, some 
potential collaborators may conclude that 
the omfidentiality r^uirements make it im- 
ptffisible to pr(M»ed with a joint initiative. 
Others may argue that there must be a way 
to "get around" the r^uirements, b^ause 
the confidentiality pitmsions (ouldn't really 
be intended to apply to schools and agencies 
woiking with the b^t interest of the child 
or family in mind. 

This paper is grotmded in a very different 
philosophy Uian is represented by eHher of 
these extremes — that ronfidentiality is 
neither an impenetirable bLrrier nor some- 
thing which can be casually disregarded. 
Based on the exj^rience of practitioners 



around the country who are tefkling the 
issue successfully and (m our own analysis, 
we coodude that it i0 possibte to dev^^ 
cwana elgMffKanging laformatkin that 
are effective ami iiractical cm a wide 
scale, while respecUng legitimate 
ri^its to privacy. 

In some ^tuations, confidentiaUty protec- 
tion may naoesaitate ^ing something dif- 
fisrently than odginaUy raviaiimed. But that 
doas not mean iha oidlabofati<m cannot 
move forward effectively. As we have talked 
with pe(^e involved in ai^oessAil inters 
agency endeavors, we repeatedly have found 
that Uiey are able to accomplish their policy 
goals wittUn the law through flexible and 
areative rraix)ns«s. 

Generally, confidentiality statutes are there 
for a legitimate reason: so that an in- 
dividual may r^^ve sp^ific services from a 
specific institution without making his or 
her individual or family circumstance a 
matter of r^urd to anyone other than that 
institution. While interagency e0brt8 create 
new interets in information sharing, the 
underiying concerns that led to enactment 
of the statutes still must be respected and 
addressed. The bn»d challenge is to make 
interagency efforts work consistent with con- 
fidentiality protections. 

In m«5t instances, "informed consent" is the 
unifying principle through which that chal- 



lenge can be met A person must voluntarily 
give his or her comaaai befcne information 
about that person can be rdeased to some- 
(me sAse, and con^it must be cm a 
full uiukrBtanding of iHiat in£nrmati(m will 
be exchanged, with whom it will be shared 
and how it will be used. Some of the mi»t 
promimag intera^i^ ai^iroachea are ones 
that aSEbmativdbr oahraee Use Mtea tiiat in- 
fimned consent for the rdease <tf infonna- 
ti«i is iMTt of emfHureri]^ the individual as 
an active i»rticipnnt in residving personal 
and family issuM. 

The applicatkm of this pzindpto andsimie of 
the s]^ific approarh^ l^ng lA^d by states 
and l«M:alities are discusi^ mm* *uUy in the 
remainder of tiiis paper. While they offer a 
good starting ^int for readers to use in 
framing their own guidelines, a caution is 
also in order, ^^ually every jurisdiction 
and every statute is distinctive in some way, 
and it would be impossible for a sin^e paper 
to provide a «>mprehen»ve l^al analysis 
applicable in all communities. Moreover, 
each collaborative will have its own imique 
features, bas^ on the agenda invdved, the 
sj^dfic laws governing thcwe agendes and 
the grals of the collaborative. Readers of 
this pai^ must consider the ideas 
pr^ented here in the context of Uie spedfic 
statute and regulaticms under which they 
operate and the goals ihat they are trying to 
achieve. 
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Why ^schools and agmi^ need to 
share in^Dnnation at all? It is iisefiil to 
st^ hade and ask Uie qi^stion, bNBcause the 
reosoii for sharing infonnatlMi will dtexi af* 
feet U'Ao^ information is lelenmt and it 
needs to be Glared. 

Sometimes, it is important to conmunicate 
^edfic informaticm about Bpatiicular child 
or family. Information sharing may be 
needed to: 

• Ensure that pet^le are g^ing the help 

iMaei A case manager seddng to as- 
sure that his w her dient is recdving all 
services for which he or she is eligible 
needs to know what services the dient is 
recmving, iidiether services from other 
agendes have been ^nied or terminated 
or what vrastms may be preventing 
r^pt of services. An organization want- 
ii^ to let affected ]wrsons know about its 
services may need some way to identify 
and contact them. 

• Ensure continuity services. Change in 
a child's or family's dmmistances — a 
youngster gmng fmtu elementary to mid> 
die sdiool, a family moving to a new home 
— may mean that a new insUtution will 
assuxte? lead responsibility. Information 
^diange can Mise the transition to deal- 
ing with new people, minimize the pos- 
sibility of a gap in service and hdp assure 
that progress which has been made is not 
lost but is the foundation for future work 
with the child or ftunily. 

• Avoid duplication and achieve efficiency. 
For example, each agency may have its 
own ass^sment procedures, but if assess- 
ment information were shared. Agency B 
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would <mly need to focus cm the gaps (if 
any) in Ag^icy A's priisr assessment Or, 
ime agmi^'s digil^ty infonnatiim could 
be us«i to estaUish ^gibiHty for another 
agency's Sttvice. 

• Mtm toward fimUy-fixus&imvieea. 
Pnltlems that a parmt fff sliding is 
having m^ l» directly retevant to issues 
in the life of a child. Yet, one ageiuy may 
be serving Uie parent, while the agency 
serving the diild is wholly tmaware of the 
problem. 

• £n/biice mandates. For example, if an 
agenQT r^uira» its dients to ^k a wr^ 
vice or perfimn an activity, the agency 
may n^ information as to whether the 
client has done what he or she was 
direi^ed to do. 

In other instances, the yrimaxy interest is in 
the use d aggr^ate data^ or data reported 
in sudi a ^y thieit particular individuals' 
identities will not be known. Information 
sharing at this level may be needed to: 

• As^s community needs. For example, in- 
formation about the changing needs of in- 
fants and toddlers may be dir^y 
relevant to future demand for education 
service in the demoitary &:di(M>ls. 

• Identify' overlapping populations and 
restructure service delivery arrangements 
to erecUe an int^rated system ofsuppm'ts. 
Understanding areas d shared respon- 
sibility can be an important motivation 
and foundation for ^llalwrative action. 
Over time, information sharing can 
strmgthen th^ initial relationships and 
ffMter the evolution of a well-integrated 
system. 



lb 



I I 



• I^UmUne the short' m-Umg-term^j^ive' 
ness <^tt protgram. For examine, if a wel- 
Care ^j^rtmoit b wnphasiriiig high 
school cosnpletim, it may need informa- 
tion about schiMjl attendance. Or, an agen- 
cy (^forii^ a swvxce may n^d foUow-up 
delta atmut the aq>eriencM (tf children 
with o^hsf community agencies in later 
yean in ctdet to gauge the effectiveneas 
of its program. 



• Enhance ax^-sy^moKtHMtabiUty. It 
may be important to und^tand whether, 
over timet refmals lead to ^rvi^ or ser- 
vice lead to hoj^-ibr outcomes. 

As ihe following %cti<ms discuss, the issu^ 
and approadira stmietimes vary, depending 
on whether the need is for individual or ag- 
gregate information sharing. 




Confidentiality rules are a way to protect 
people from unwarrant^ invasions of 
their prxv»py and from use (^information 
f(»r a purpose for idiich it was never in- 
tend^ The rules also protect people from 
ihie rej^imiBsions that could r^ult because 
of negative public attitudes; ^t is the 
reason, for ezan^>le, that rules are par- 
ticularly stringent with respect to child 
abuse and neglect* mental health history, 
hiunan immunodeficiency vims (HIV) 
status and substance abuse. The basic 
premise is that inf(»rmation alK>ut an in- 
dividiml is given, collect^ or rea>rded ^ a 
sp&iific rmmm and that, unless there is an 
ovenriding justifii^tion, the information 
should not be used for other purposes 



without the individual's concurrence. Con- 
fidentiality rules also protect organizations 
and their staff from l^ing forced to disclose 
confidences or to ad; as agents of law 
enfor^ment. 

Confidentiality restrictions are not limited 
to government A numlMur of profesdonals — 
doctors, mental health workers, social 
workers — may have legal obligations or 
strong eUiical standards that prohibit 
release of information about a patient, client 
or student without consent. Again, there is a 
r^ognition that j^ple often sedc help in a 
state of vulnerability, that the willingness 
to desoribe a situation candidly is essential 
to the rdationship, and that an individual's 



How a MtonUtf Heaith Worker NWms Confktoitiality . . . 

The confldmtiality of psychiatric treatment records is steeped not rnily in the long tradition of 
eimfk^itiaUly ^mddM. reenrds gen««l|y, but alw in the unique ^meeni that information 
sdiout this kind of treatment is intimate and worthy of spedal protection. 

While AsltA stotutoiy and a>mmon laws vary extmedvely, they ^neraHy protect the oonfiden- 
tiaUly of reeords 4^ peychiatric treatmmt f^^nst disclosure to third part^ 
government agencies, without the patioitTs ccnsoit The laws aim contain exceptions to the rii^t 
of confidMitiality — for example, for disdosure in court proceeding in certain circumstances, for 
reporting child abuse and for preventing violent a^ to third i^rsons. 

Furthermore, waiver of the ri^t to confidentiality is commonty required to qualify for public 
benefits. For example, a persrni will not be awarded disability benefits without making otherwise 
omfktentid mwhcal records available to the agenty. 

In recent y^irs, states and localities have grappled with the confidentiality problem where a long- 
term psydiia^ imtient living in a community program is rehospitali^ for a brief i^riod. The 
hosfMtal or program, as the case may be, wishes to have immediate access to the patient^ s 
records. Some states have enacted laws to i^rmit die exdiange of psydiiatric records among 
public mental health agencies, althou^ the practice remains controversial. 

In most circumstances, consent remains the best method to deal with confidentiality of records of 
p^chiatric treatment. 
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willingnflgg to speak freely could be ftm- 
daxnentally impair^ if he or she did not 
hove an asauraiwe of CTnfidtaitiality . 

Nonetheless, a confidentiality provision is 
nor a Uanket pin^Ution agidnst service 
jatmd^ and ^ool staff talking together 
to coordinate sorvices. It is simfdy a protec- 
tion aipainst aharii^infiwnmtion about a 
iwrsim over that persffln's olQection or shar^ 
ing iaformation that does not Mrve a 
^)ecific purpose that is in a diild's 
fiuBuly's interest 

While virtually all organisations serving 
ddldren and fiunili^ (yporate witih some 
form ofconfiikmtiality requirements, th^ 
r^uironents are rarely identical. One 
should not assume, therefore, ih&t brause 
someUiing is permissible for Agency A, it is 
also permissible for Ai^cy B, or that be- 
cause something was permissible in State A, 
it will be permissible in State B. 

Despite these variations, there are impor- 
tant similarities among provisions. Many 
confidentiality provisions, for example, ill 
address the following qurations: 

• What kind of information is covered by 
the statute? For esample, 8 statute may 
I^rmit release of namra but prohibit 
release of information about services 
provide 

• What form of information is coveredl For 
example, the statute may prohibit release 
of documentary material but not prohibit 
oral conversations about services to a 
client 

• What excep/ioiM are present? For ex- 
ample, the statute may identify oUier en- 
tities to whom information can be 
released or identify specific instances, 
e.g., danger to health and safety, in which 
information can be released. 



ezam^e, a statute may specifically pro- 
vide tiiat information may be rdeased 
only to other agencies with similar standr 
ards of confidentiaU^. 

• What is the effected a ne/eo^/brm? Many 
confidentiality inovisiims provide that an 
ii^vidual can pennit infrarmatioa to be 
shared by signing a rdeaw. Can all 
provisions of the statute be addressed 
through this release? Does the statute ud- 
dress who must sign ihs release, what the 
release muflt say or how long the release 
may Iw in eff«:t? 

• Who holds the right to consent to re^Mm^ 
Fcr example, a stetute may specify that 
in the case of a child under 18, the ri^t 
to consent is held by the paroit 

• What is the pena% for violation of the 
statute? Is there criminal or dvil 
liability? Does the agency risk loss of 
fiMleral or other fimd^? Is liability limited 
to the agency or to the individual who 
engaged in the imauthorized i^ease? 

Keeping this fi^mework in mind can help in 
unc^rstanding limito and exploring alterna- 
tive approaches. It may be that Agency A 
cannot provide X and Y, but it can provide 
Z. Or, it may be that Agency B must adopt 
standards of confidentiality comparable to 
those of Agency A or both agenda must use 
release forms. Or, it may be that a revision 
of a release form would make a difference. 
In a few instance, it may be that the prob- 
lem cannot be addressed within existing 
law, making it necessary to rethink what 
the agen^ wanto to do or explore the pos- 
sibility of changing the law. In any case, the 
focus should not be: "Can we do it, yes or 
nor The focus should be: "How can we find 
to meet legitimate service goals within 
what is possible under the law?" 
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Because staff in most people-serving sys- 
tems are quite cautious alMmt matters 
of eonfidtt&tiaHty, and because the sultg^ is 
a Mmplex <me, tl^ jiroe^ Uxe gptaching 
agrrament on how to share inlbnnation is 
often as important as the resulting agree- 
ment itself. 

Puttfng Confktontiality in Context: 
When to Address the Issue 

Perhaps the clearest advice we heard from 
succ^sftil coIlaboratorB is that working on 
omfiitentiality and information sharing 
should mrf be among the first tasks of a 
devebinng collaborative effort. Itecause the 
subject is complex and a mutually agreed- 
ujKm appTMch fov information sharing is 
l^ely to oitml oompromisa, it is important 
to have waking relaticmdiips and commit* 
ment to joint efforts already firmly in {dace. 
The stronger tlra personal relaticmships 
among participants^ the more easily con- 
fidentiality issues can be addr^sed. Hold- 
ing off a bit on the time whea the issue is 
tackled allows a base of trust, mutual under- 
standi]^ and ezporience working together 
to be built 

This timing was key in Fulton County, Ken- 
tucky, for exaiviple. Discussion of confiden- 
tiality was delayed until planning for 
implementation of the Kentucky Integrated 
Delivery System was well under way. There 
already had been an initial! meeting to ex- 
plain the program, a survey of community 
services and gajKS and subsequent m^tings 
to eiq^mnd knowledge of available resources 
and options to fill gaps. By the time con- 
fidentiality was discussed, there was a com- 
mon basis of understanding and a shared 
commitment that enabled the schools and 



participating aipenciM to ^mstni^ an infor- 
matiimH^uuring approach that is wn^ing 
smoothly and effeciiveiy. Similarly, in San 
Di^*8 New Beginnings initiative, oooficbn- 
tiali^ ai^ information ezdiani^ were ad- 
dressed net as questions of whether or not 
coUaboratiim could take place, but as im- 
]{dementation issuM cmce th^ commitment to 
collaborate was in place and action plannix^ 
UimI begun. 

Nonetheless, while it is toirable to post- 
]H)ne an in-deptii consideration of the con- 
fidentiality issue, participants should be 
reassured early in the proMss that the issue 
wUl be fiilly addressed in the future. Know- 
ing that the matter is being taken seriously 
and will not be ign(»ed will h^p them tem- 
porarily set aside concerns and focus on the 
other asp^rts of planning for j<Hnt action. 

Wlio to Involve in tiH» Process 

Once the groundwork is laid ami it is clear 
that a f roc^ for interagency information 
faring ne^ to be developed, dioioes must 

nude about who should be involve in 
the prcwess. In making th^ duncM, a 
balance miist be struck between involving 
all those wh * ^-e potential stakeholders or 
who could make a sigxuficant contribution 
and keeping the group fit>m be<»ming un- 
wieldy. 

Besides staff specifically charged to develop 
policy and procedure for the ^change of in- 
formation, others whose participation might 
be helpfiil include: 

• H^^/i-^ve/o/J^tais; An administrator in 
one state noted that lie involvement by 
cabinet officials in conveying that they 
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wanted the ^socesB to wok made a migor 
difiemice in obtainL 4; agency coopera- 
tion. IKmilarlb^t a local adsodii^tzBtiBr said 
tlmt r^vesentativ^ firom one parUcipat- 
mg agoicy only became committed to the 
I»oce88 after reottvisig dear direction 
from the a^ncy head. 

Line mmagav/ staff: Ths^ who work 
directly with children and femilies can 
he^|> identify questions and concerns that 
mi^t arise and assess the feasibility and 
practicality apprMtthes under con- 
sideration. 

Parents /clients/ advocates: D(]&ware*s In- 
tegrated Service Information System 
(ISIS) will track and monitor children 
through age 8 who are at risk of ^velop- 
mental ^lay (ht disalHlity. Parents of af- 
f«:t«l children vrvre actively involved in 
the pn^^ of considering what infimna- 
tion should 1» in the system, how the 
release form should read and how it 
should be presented. 

Legislative staff: Are there staif persons 
involved with rele^mt legidative amimit- 
tew who would be intowst^ in partidpat- 
ing in a wiarking group? Their involve- 
ment may offer insights into legislative in- 
tent and sensitize them to issura that 
may eventually n^l l^slative resolu- 
tion. 

Judges: In some drcumstan^, the invol- 
vonent of tiie judiciary may he ap- 
propriate. Generally, it would not be 
appropriate forjudges to be involved in 
fashioning arrangements where the 
courte ultimately be forced to rule 
on the l^ality of the arrangem«its. But 
if, for esaunj^, one aspect of an inter- 
agency a>llaborative involve the issue of 
access to juvenile court records, the in- 
volvement of judges could \» essential. 

Management information system person- 
nel: A miQor cluster of issues often re- 



vtdvas artmi^ different opticms for what 
an autranated systom can do and what 
kinds of securi^ ]aotecti<ais can and 
should be built into a system. Individuals 
responsible for setting automated sjrstems 
polky and for the broad design of systems 
can hdp think through the use of com- 
puters in an ovmll informatira-sharing 
apjmMdi. 

• Attco'neys: Since there are legal boun- 
daries and stipulations a£fecting informa- 
ticm sharing anumg raganizations, l^al 
ad^dce is important in framing an accept- 
able a]^«t»di. (See next page — Identify- 
ing and Addressing Legal Issues) 

• Other community perspectives: When 
Delaware was ^signing its ISIS system 
for ti*acking diildroi ^e 0 to 8, an ad- 
visory a>mmitte« included a iKdia^cian, 
eariy diildhiM^ development s]»cialist 
and early int^ventiim nune, each of 
whom wld«i distinct ]«rspectives. 

Clarifying the Reasons to Share 
inform^ion 

In an earlier section of this paper, we dis- 
cussed some of the reasons why information 
sharing maj \m «>u^t. Agreeing on the 
si^dfic reasons that guide a particular a>l- 
laborative eifort is an imjKntant foundation 
for subs^ent deliberations. Sometimes, 
dircussions about omfidentiality begin im- 
mediately with the omtent of or form in 
which information is being soi^fht If tiiat 
particular i»ntent or form is unaa»ptable, 
the discu^ions may founder. But if all have 
agreed on the basic i^jective, it is more like- 
ly that participants, faced with an unaccep- 
table approach, will move on to find an 
alternative that is more workable and ac- 
complishw the same goal. 

A serious disciission about and basic agree- 
ment on the reasons for information sharing 
also offer a valuable protection. Processes 
sometimes take on a momentum their 
own, as i»opIe become committed to "com- 
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plete infonnatum sharing" tff Intrigued by 
the theofetical cq|>abilities (^asyston. Ar- 
ticulating qied&aUjnK^ Glaring is needed 
can he^ the oonversatiGn focused and 
limited* siting a responsiUe framewiffk in 
whidi to iikntify sp^ific information ele- 
ments to he shar^ and who needs to have 
access to accomplish the purpose. 

For example, case managers may need to 
know who else is working with a child or 
ftunily so that services can be coor^nated. 
But they may not n^d to know every <tetail 
of Uie other agency's interv^iion. 
Moreover, a caseworker may feel much more 
comfortable engaging in a fbctised conversa- 
tion than in malring all his or her reaxrds 
about a case available to imknown j^i^ons 
at unspecified agencies. Accordingly, a sys- 
tem that makm available namra of oUier 
agencies and workers who provide services 
to the family may be both sufficient and 
most acceptable, after which workers could 
use professional judgment in providing 
other information. 

Idmitifying and AckSressing Legal 
l8«ies 

After there is general agreement on what in- 
formation people wish to share and why, a 
careful review of applicable and potentially 
applicable statutes, regulations, constitu- 
tional provisions and coiui ^dsions is 
need^ We emphasize this n^d to go 
beyond review simply of the statutory con- 
fidentiality provisions and ass(^ated rul^. 
The courts sometimes interpret the lan- 
guage of a statute or regulation in ways that 
might be siuprising given the language of 
the provision. For example, federal r^ula- 
tions for the Aid to Families with Depend- 
ent Children pn^ram seem to say that state 
law can permit the publication of lists or 
names of applicants and recipients. But a 
federal court has held that a state that 
made such a listing available violatnl 
the Social Security Act.^ Knowing how the 
courts have interpreted the language of the 
law — or similar language — is necessary to 



be sure that the G<dlalM>rative ^fort is not 
gmng in a direction tiiat the courts have al- 
ready precluded. 

Court rulings also may create additional 
law" governing c o nfi de n tia li t y. Fi»r ex- 
ample, even thcm^ there is no epesa&c 
statute, the courts may have ruled that an 
individual can briug a danuige action for un- 
authmizMl rele&se at infinmation. A proftM- 
»onal ^frho rdeases infonnation without 
{^mission mi^t risk a malpractice action 
und^ such rulini^. For th^ reasons, it is 
Msential to loek at court decisions as well as 
statutes and regulations when deciding 
what is and is not i^rmissible. 

The review of statutes and related 
providons and actions should indud« ^'ab or 
more attorneys. Typically, each agex.cy has 
its own attorney or legal staff providing ad- 
Wce about its particular statutory scheme. 
While such attorneys may offer substantial 
expertise, it may also be useful to designate 
a "le»i attorney" or have an attorney wh<^ 
client is the collaborative and whose job it is 
to synthase input from the rarious sources 
md look at issiies firom the perspective of 
the Gtdlaborative as a whole. This is a way to 
avoid a scenario in whidi the broader group 
of collalK>rators, most of whom will not be at- 
torneys, is left to sort out multiple, and pos- 
sibly conflicting, legal interpretations. 

Whether there is a single attorney or multi- 
ple attorneys involved in the process, some- 
times tho^ who are not attorneys may feel 
frusti^ted by legal advice that seems overly 
cautious or constraining. At this p<nnt, it is 
ii^ful to remember tiiat confi(^tiaUty is a 
very delicate area in which caution is well 
taken. The following may also help attor- 
neys and other partici^nts in the collabora- 
tive work together effectively to find an 
acceptable approach: 

• Be able to fi^une specific questions based 
on whf * you want to do. I^me of the most 
fiiistra^ng experience for both ad- 
ministrator and attorney occur when the 
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attoni^ is asked to summarise "the law 
about confidentiality'* for an agency. Tliat 
is a swelling request that may ii^ude a 

(^material that is completely ir» 
rrievant to what you want to do. The real 
question may M he, "What* s the law 
about confidentiality and the sdioolsr 
Rath», you want to know, "When can a 
teiuher talk with a a»e manager about 
Johnny's bdiavknr in the das^omn?" If 
you can initially identii^ what informa- 
tion nmds to l» shar^ with whmn it 
uMds to shared ai^ why it n^is to be 
duuml, ibere is a much Iwtter dianoe 
that attornejf's findingB will be 
relevant to your nee^ 

• Reo^nize Uiat the attorney's jdl) 13 ul- 
timately to protect the client, and this 
sometime leads to cautious advice. 
Often, the law doesn't address the specific 
situation you have in mind. For esmmple, 
the law may prohibit release of records 
witlM>ut «n»ent but be silent alH)ut 
whether a carowraker can have a a>nver- 
sation based on the contents <^ the 
records without consent When ihe law is 
not explicit, what should you do? In this 
situation, the attorney may conclude that 
you could risk getting sued if you prm^ed 
without use of release forms but cb not 
have the same risk if you rely on release 
forms. Unless the law is exceptiunally 
clear, the attorney is likdy to recommend 
a cautious course, because that is the 
course that is least likely to lead to l^d 
problems. 

ktentlfytng «id Addressing 
Non-Legal Issues 

Partidpanto in a collaborative endeavor 
may have conrams about information shar- 
ing that go l^jrtmd what is and is not permis- 
sible under confidentiality statutes and 
rules. Sometimes, these non-legal issues can 
pose seeming barriers as significant as legal 
constraints. 

Among the most common are: 



• Professumal ethics: In smne instances, 
prtriS^sioiiate vuQf indicate that "fsn^BS- 
sional standards" preclude rdeasing infor> 
mation. Sven though thov may be no 
ezpraas statutoxy prohibsti<m, the iHn^Bs- 
sional may have l»th ethical and legal 
ccmcons. In addition to risking damage to 
tiie rdaticmdiip with the client or stu- 
dent, could he or she risk bong sued for 
imiani^ disclosure of informati<m? A vi- 
able ^^pn^ii for erchanging information 
must acknowledge and accommodate 
these concerns. For example, there may 
be a particular ^moem that ccmsent to 
release c^infomiati<m be Infiirmed." Al- 
lowing representatives of the profi^onal 
greup to participate lu^tivel^ in designing 
the protocols for obtaining release could 
pnmde needed araurance that then is in- 
form^ ron^nt Similariy, the quwtion of 
how mudi informaticm is routii^y ao^- 
sible may he critical. There will likely be 
greater willingn^ to accept an apprraich 
in which the cmly routinely fKC^ible in- 
formation is whether the individual or 
family is being served in a s^^tem, with 
release d' additional information being 
subject to exercise of professional juc^- 
ment 

• Lmg'Standing praclice: Organizations 
may have Mtablished ways of oi^^ting 
Uiat are ampted simply beanise "thin^ 
have always l^n done that way." Staff 
may assume that th^ fwlicira, pro^ 
dui^ or practices dnive their authority 
firom laws or r^ulations, even thoi^h 
many do not. Clarifying what is and is not 
actually required will be an important 
first step to changing th^e practices. But 
it may be equally important to provide an 
alternative approach that satisfies the 
purjK^es met hy the previous practice 
and to allow sufficient time for staff to be- 
come comfortable with the new approach. 

• Lark of understanding: Staff may be resis- 
tttat if they do not underetand why infor- 
mation is being requested. We heard of 
several instances in which it was difficult 
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(^HMei^ty and ItoMi Cm . . . 

asamaller8fkwandasainatierQfelbifli.l^Hli^0QB^a^ldedges 
dm^" loai^ open ^ mitiefil of wbal to 

l^yfflyittw^ ftf*^ yiy fSfwdkm^ Bggflftfltf Wlff i n t i w y ni tted wyA«BMIlt paternalist 

ca]ly,&Y^pemittiiig^sdo«^wli@idv»rthfiphsn^ia^ 

patient or dient (even if the ^ not agr^X Ttie Am^can Sffedieal Assodatiim 
in the inloests of tlie patient. 

Over the past 20 years, ethical and legal intetpretatMms have shifted. Now, the pr^es- 
fflonrf assodaticms-- at teast in their offidalpoKdes— have dnq^ the latenial^ 
criterion fiff disdostire. It is widdy acknowleti^ in both ethical and i^al ftamswoxkB 
tliat €i4y two cn^tim justify dlNlo^ Intoiiatto 
consent w ^fhen. there are overriding smaal constderatioiM. 

The ov»riding ewaal considerations ixaduite those c^^, and p^i^ only Uiose cases, 

in idiich Uie law requires or authorises dtedosnie. The AMA idaati^^ 

tiie cm in whidi a patient tiir^i^fias to iaffi^ serliii» bodily hffirn 

and there b a reasonable probability that the |«tient may carry out the tiueat. That 

seanstobetoaceMPdwithcntroat A m e ri c OTlaw.Ottoeya mpte sof^scli^^ 

be in aocoid with the law indude use of informatlim for statistical researdi, f«EV u^^ 

ance and accounting purpose, or when cn^d^ied by a coiirt. 



to get staff to share information — even 
when tiie release was clearly authorise 
— apparently bmuse they did not under- 
stand or had questions about why the in- 
formation was being sou^t or what it 
would be used for. Without that under- 
standing, they tended to view the 
proposed information sharing as simply 
another burdm on thmr tame or a poten- 
tial intrusion into their relationship with 
their students or clients. Good training 
and written materials that explain in ad- 
vance the information-sharing approach 
and its advantage for children and 
famili^ are an effective way to mitigate 
much of this resistance. Similarly, feed- 
back about how information exdiange 
helped a specific child or family can in- 
crease future readiness to forthcoming 
with information. Over time, it also is like- 
ly tiiat greater interaction among institu- 
tions will deepen the general 



xin^^tanding and aoceptonce the stafb 
of th(»e institutions have of one another^s 
mission and oj^rations. 

• 06>c^U)n« to t/ie proposecf use: Resistance 
also may c<»ne b^use of concerns about 
how the information will l» us^. There 
may be a fear that information on a client 
will be used for punitive purposes, Iowa is 
exploring the possibility of stipulating 
tiiat shared information ^nnot be used 
for pimitive purp<»es. One model for this 
type of approach might be drawn from 
federal provisions conreming confiden- 
tiality of alcohol and drug abuse records. 
The law expressly provides that, except as 
authorized by court order for gMNi cause, 
no record (»n be used to initiate or sub- 
stantiate a criminal chai^ again^ or con- 
duct an investigation of a patient. 
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• ATeed /br<rii«t' A common tl^meun- 
covex«d in our eonvarsatifms was that ner^ 
sonal relatkaiships are as important, iif 
not more imiMirtant, than any procedures. 
Kven whm an indii^dnal d^iriy has con- 
sented to th» sharing <tf information, 
some staff sin^fy wiU not he cnnfinrtable 
releasing infimnation to a person or agen- 
cy whom they do not know and trust. 
Develqting trust cannot be the entire 
answer because informa^m sharing must 
be based on what is legally permissible 
and mitt t be oimduct^ in a i^ponnble, 
structured mannM*. But, fostering good 
woridng relationships am<mgthe staf& of 
collaborating organigatjons is eraential to 
assure that they are willing to use the pro- 
cedures that are developed. 

imeragmcy Agreeimnts and 
Momoranda of Umtorstamltng 

Most sitm we contacted have signed an in- 
teragency agreement or m^orandum of un- 
derstan^ng that documents at least the 
broad imrameters of the agreed-upon ap- 
proach to sharing of information. In part 
reflecting the expectation that joint action 
and related information exchange will be- 
come a routine part of assisting children and 



fniwiiina, th^ documents formalise or^ 
ganization-to-fliganization connections, oom- 
plementing v^eiS&o staff dar^ves that may 
be issued by Mtdi toganiratimi w by the 
group (Xf organizations edlectivdy. 

Sometimes, the agreement focuses «mly on 
infiramation sharing. Iowa, fi^ example, has 
a fi^mal agreement Iwtween the Depart- 
ment <^ Human Serviora and the Dqmrt- 
ment of Education regarding an exd^ange of 
informatimi to &calitate outreadi by adult 
Mhication pit^rams to weUsre recipmnts 
who a hi^ s&ool dqfdoma. Often, 
thoui^ the aj^voitth to information sharing 
\& only (me ccmiiNment ti a broker agree- 
ment regarding coUaboration among the par- 
ticipating entities. San Diego, for example, 
is de^oping a mem(Mrandum tji agrram^t 
that will define the purpose and respon- 
sibilities of the "extended team" agency- 
based staff that will support the school- 
based service center; plans with respect to 
confidentiality will presented bb part of 
that agreement. Even in this case, thou|^, 
more sp^ific agreements may be fonnu- 
lated about particular aspects of informa- 
tion sharing, e.g., automated sjrstems 
matches. 
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As a general rule, eirhanging individual- 
ly identifiable inf<ffmati(ai r^mrra om- 
sent from the affected individual (n* a 
deagnated alternate, sadk as a parent con- 
senting fiv a diild. Consent must be given 
voluntarily and must be Intoned" — that 
is, the individual must understand fully 
iidiat infoirmaticm will be exchanged, with 
whom it will be shared and how it iidll be 
used. Ckmsent must he documented in writ- 
ing, usually on a signed release form. 

While all the or^nizations in a collabora- 
tive effort may hs bound by thrae omimon 
^indples, each is likely to be responding to 
a differrat governing statute and to have a 
different set of rules about cimsent Some- 
times, a law may speciiy what must hi^pen 
in the rdease process, e.g., who must sign, 
what the document must say and what is 
the scope of permissible release. But c^ten, 
the law simply says that certain information 
may be released without ccmsent, and a 
school or agency will have developed its own 
larooedures to implement that concept ac- 
cordhig to its own interpretation. There may 
be no consistency among different organiza- 
tions' policies and forms, and forms that are 
entirdy adequate tor one organization's in- 
ternal purposes may be imacceptable to 
another. 

Thus, developing an information-sharing ap- 
proa^ groundni in "inform^ cons^t" tiiat 
can be systematical^ and ^ciently used by 
all collaborating organizations will mean 
harmonizing multiple requirements, as well 
as assuring essential protections for 
children and families. 



Should There Be a Cofnmon Release 
F<Hin? 

There are a variety of ways in which con- 
sent to rdewe of in£nrmati(m orald be ob- 
tain^ Every ag^cy could develop or use 
its own release fwm. Or, agmides mig^t 
woric together to devel<^ a connum release 
form. Or, these approaches mi|^t be com- 
bined, wiUi some a^des agredngto use a 
common form, while others 'vish to continue 
using a form specific to their needs. 

Although eadi of th^ ^preaches is being 
used succesdully, in general, using a sin^ 
form rather than multiple forms would seem 
easirat From the perspectiw of the par- 
ticipating organizatifms, having a single 
form would remove any question at the staff 
level about whether a form used by one 
agency to obtain release is aec6ptid>le to the 
agenQT fiiom which information is Iwing 
sought A ang^e form is also 1^ compli- 
cat«i ami bur^nsome than multiple forms 
for the individual or family seeking service. 

A numb^ of collaboratives have had success 
in developing a common release form. For 
example, the Contra Costa Interagency 
Family Preservation Program in California 
develop^ a sin^e short relesse form that 
permits sharing of information among mem- 
bers of the Interagency Referral Committee 
for the purpo^ of service planning (see Ap- 
pendix 1). The linn County Youth Services 
Teams in Oregon also use a common parent 
authorization form. like the Contra Costa 
form, linn Countjr's lists the agenda in- 
volved in the team. The form also explains 
that "[rleprescntatives of these agendes will 
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meet and share infbrmaticni regarding your 
diiM at Bchfiduled plnnning and ge^Sew 
meetings" and desoibes ti»e inlbrmatiwi to 
be disclosed and excfaangied (see i^^)endiz 1). 

How viable Is of a eomnum r^ase fonn? 
While different laws may luive diffisvrat le- 
qiiimifiDls, expnioice thus for indkal^ 
that it is qiuite possible to fii^ language and 
agree on eoatent that will be aco^ftaUto to 

For example, one set of r^uU^ons may 
exfiressly require a rdease fnm to iHTOvide a 
termination point, and amither set of regula- 
tions may be siloit on the pdnt When that 
happras, both requirements can be satined 

by assuring that ^diatevor is required by 
any (tf the inganizatiims be incorjMoat^ In 
theoiy, this eouM lefld to a long and un- 
wieldy ftam, but in practice the number of 
difference arising from mandates appear 
relative^ few, and the common forms that 
have be«i (tevelcqied are of an easily 
mA«ng gable length. 

Tlw Contont of Retem FcNins 

As oiution^ in tiie introduction to this 
paper, each set (tf collaborating organiza- 
tions must itevek^ iM>lidm, prooedurM and 
forms that fit the particular mandates 
under whkh its memlwrs operate and the 
purposes for whidi it is seeking to exchange 
information. It is impossible, therefore, to 
pr^cribe an "ideal" relrase form. Nonethe- 
1ms, we endc»e in Appendix 1 samplra oT 
forms now in use by cdlaboratave ^orts 
and outline some peneral guidelines below 
to help readers bc^gin to consider what their 
own forms should contain. 

From a bn»d perspective, a basic principle 
for developing release fonnB is to avoid 
"blanket releases" that are completely open- 
enikd on matters like the time peri(^ 
covered, the information to be exchanged 
and Uie reasons for the ^tchange. Blanket 
releases are the most likely to prove trou- 
bling to the j^rson from whom ctmsent is 
being sought and may be legally vulnerable. 



It is also important that the language in 
release forms be simple and straightfoav 
wanL A first impulse m«y be to tradk 
statut<Hy language, but ^e statutory Ian- 
gm^ may be inoimia^haisibk to both 
staff and the perscm {Hn^ented with the 
finrm. Thm is a need for b^as^ betweoii 
conveying what has tobe omiveyed and 
using laniruage that peojde can un&sistand. 
Fidd testing a f(»m can give valuable feed- 
hads. about vdiat people 6a and don't und^ 
stamL 

Fts those whose primary language is not 
English, it is desLraMe to have forms 
printed in language with wfaidi they are 
most comfortable, so that they truly can un- 
derstand tiie nature of the release. 

Among the more specific elements a release 
form might contain are: 

• Agenda iX'ffmua^ims permitt&l to 
relmix and receive information. Before 
today's mtdti-agracy collaborative efforts 
b^me iM)pular, omisent often was given 
simply for one organization to provi<fe in- 
formation to a sini^e other organization. 
Now, the picture is more complex, and ex- 
change may involve multiple (»ganiza- 
tions that will be either or both providers 
and recipients of informatioa. 

A relearo form n^ds to sj^dfy who ti^ese 
oxganizati<ms are. In simie sites, ibe Ikt 
includes all agmd^ who are members of 
an interagbncy team, whether or not 
th(se i^fcncies are providing ^vice to 
that spedfic individual or fomily. For 
others, the listing of agencies may be 
those firom whom the person or family is 
currentiy gattuo^ or seddng Servians; if 
so, there needs to be a way to add on addi- 
tional agencies over time. 

Some colLilM}rative efforts, eager to in- 
volve all agencies serving a diild or fami- 
ly but concerned that the family may not 
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be abte to reffilily idd&tily all iffoviderB, 
are eqjdiuriiig a two-tiered iq^atradi to 
ff^eases. An ini^ rdease allows agMi- 
des to vqwrt ^Hiether or aot tbey are 
Itfovidui^ anvieea; subsequsat rdeasra 
then are s<^^t to allow agoidtt tliat are 
found to be wofking witb ti» cbiM 
&mi^ to n^ei^ miae detail^ informa- 

If a sin^ release fotm is used for multi- 
ple agmdes, tlie perscm needs sme way 
to indicate if thffie are Hinits to his ber 
consent — for example, that information 
may be esdiangi^ between Aguieies A 
and B, but not between AgeiMiM A and C. 
In linn County* Qp^Eon, the Y( ttth Sd^ 
vifies Team Authorization for RelsaM 
form contains a listing ftf the agencies par- 
ticqiating on Uie team. A parent child 
signing the rdease form is given an opp<»^ 
tunity to Mratch out the nam« any par- 
ticipating agency with which tiiey do not 
want «^«wng {^information to o^ur. 

It may also be usefol for the form to state 
draxiy that infonnation will not be 
shared with organizatiims other tium 
thoiM authorized through tiie spedfic 
rd^use being dgned, unless additional 
consent is smight This could be espedally 
important, for example, to undocumented 
individuals who nu^ be concem»l about 
communication with the U.S. Immigra- 
tion and Naturalization Service. 

• Who is covered by the rdease. When the 
release concerns a particular individual, 
this is straightforward. But if a parent is 
si^podng for fomily membors, the form 
should specifically identify to whom the 
relec»e applies — not everjrone has the 
same undwstanding of who is in the 
"family." 

• Kind ofir^ormatitm to be released. Some 
forms cover any or all of the materials in 
the possession d the agendes being 
authorized to rel^ise information. Others 
set limits of varying degree: limits may be 



quite broad — frar example, ezdianged in- 
formation may be limited to that ixditdi is 
"pertiiM^t" to the cmicenis bdng ad- 
dressed by ti^ int«ragency team — or the 
kind of informatum to be dialed may be 
described very specifically. Th^ is a 
trade^iffhere. When the deso^itifm of in- 
fiHmation to 1» diared is moace goieral 
BoA comfffehoisive, it k mate likdy to in- 
ccffporate all dtuatsons that may arise. 
On the otto* hand, it is also more lihefy 
to raise concerns on the part of both af- 
fected individuals and some collaborative 
partidpants about the potential for 
misuse. 

• How information will be and fo" 
what purpose, A number of the interagen- 
cy efi^rts are attempting to be as spedfic 
as p(»dble about the purpose for which in- 
formation will be used aoA under what di> 
cumstances. Forms may specify vi^ther 
written materials wiU be exchanged or 
whether the exchange will be (mly. 
This is also an opportunity to obtain con- 
sent for \ising dient-8|»cific information 
to g^ierate aggi^ate data — for ex- 
ample, if there is an interest in evaluat- 
ing the impact or efil^veness 
particular services. Sometimes, tiie state- 
ment of purp<»e is combined with an ex- 
planation of the benefits of informati(Hi 
ahftinng (discuss^ l^low). A usofiil dieck 
tiiat the information-sharing process is 
not becoming too broad-reaching is to as- 
sure that the kind of information re- 
quested suits the purpose for which it is 
inten^d. 

• TermiTia/ioncicite. Many statute or 
r^ulations are wlmi about termination 
dates. Others specify that consent must 
be for a limited period. Federal regula- 
tions governing rdease for alcohol and 
drug dbuse patients, for example, r^piire 
the form to specify a termination point 
and provide that the sdected point must 
ensure that the cons^t will last no longer 
than reasonably nec^sary to serve the 
purpose for which it is given. 
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In some instance, there may be a 
"natural** terminatiim date, e.g., while 
Me. Sm'th is in the pn^ramp while 
Ji^mny is in tiie XyZ Sdrad, until the 
next reassewsent or red^miinatifm of 
eUgilBHlgr. In FuHim County, Kentu^, 
the sdiool-lMiMd sovioe pn^ram makes 
its tans valid only ftff the school 

year. The linn County Youth SemcM 
Teams in Or^m take the same ap- 
proach. 

Th6 termination point mii^t not n^ies- 
sarily be a 6p«fdfic date. The Consent to 
Exchange devdopedby the San Bemar^ 
dino County Children's Network provides 
sp^ to specify the termination point, 
which coiddbe a specific date or a specific 
event or condition. 

Alcohol and drug abuse regulations also 
require a statement Uiat ti^e consent is 
sukiject to revocaticm at any time, except 
to the extent that the pn^ram or person 
who is to niake disclosure hsa alr^ufy 
acted in reliance on it. While many laws 
do not contain the same expr^ require- 
ment, a clear and explicit statement that 
consent may be revoked at any time may 
help the individual better understand his 
or her rights and the implications of sign- 
ing the release. 

If a termination date is sj^fied on Uie 
release form, there needs to be a process 
for ensuring that the release is dther 
renew^ or ceases to be effective after 
that date, and that each affected agency 
is aware of the status. 

• Benefitsofinfimnati(m8h€tring. Someone 
may be more willing to sign a consent 
form if the form dearly explains how he 
or she will 1^ helped by doing so. Al- 
though much of this explanation is 
prol»My best done in conversation, as 
describe in ike next section of Uiis 
paper, it may be useful to have at least a 
summary statement on the form itself. 



• C<ms&juence8<^Juaau!^uiriziiig release. 
Consider whether the form should also in- 
clude an mcurate, nimtiireatening state- 
ment about vriiat wiU h^pen if the 
indivklual does ni^ ^n, i.e., Ifyaa. do 
not ccHMrait, yim will be digible for 
program services. However, your X 
wwker and Y wiaker will not be able to 
talk to eadi other about how they can 
work together to help you." 

Presentiiig M Mease Form and 
Otrtak^ Consmt 

Interagency ccmabmtivo efforts must agree 
not on^ on the content <tf release forms, but 
also on who is reiponsihle for presentii^; the 
form and f^taining consent. 

If it has b^n (ktermined that eadi agen<7 
will use its own form, th^ usually each 
a^ncy will Mcure consent individually. Hie 
d^si<m to use a common form opens other 
options, however. In the latter situation, it 
become feasible, if the form is appropriate- 
ly constructed and participating organiza- 
tions agree, for the consenting individual to 
sign only one fbrm. Among the sites we con- 
tacted, those using a common form usually 
take tl^ latter approadL Whichever mr- 
ganization first ffetermines that collabora- 
tion is indicated with i^j^ct to a particular 
child or family is rrapmsible for securing a 
rel^ue so that the collaboration ran 
proce^L If there is an integrate intake 
pn»«ui — in which an individual or family 
goes through one application proc^ tiiat 
provide axe^ to a range of services from 
various institutions — tiien consent on 
either a single f(»m or on multiple forms 
can usually be obtained as part of that 
proc^. 

Even if it is i^reed that the c(msenting in- 
dividual need sign only one form, each agen- 
cy will likely n^d or want hard-copy 
documentation that consent has l^n 
granted, so there nM(b to be a process for 
circulating rapies of the release. 
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In addition to tbe issue of wbo is v^ponsiblfi 
for presentmg tlie rdease fim ai^ dytain- 
ing ccms^t, the coUaboraU»r8 with whom we 
spdcer^«it«ily cited the imptntai^e of 
AiMir the request is lu^ramted to the in- 
dividual n^ose omsrat is beii^ soui^t 
llining is oiM donent — ithel^to wait 
until a rdatoiship of trust has been estab- 
lish^ hdoreseddngoonsoit to release — 
as is a dear, nm|de and sUaightforward ez- 
j^anation of what is being asked and why 
aiul an opiwr t unity for the jwrson to ask 
quftitions. 

Virtually everyone toldus Uiat» when those 
asked for ixmsent unde^tand the d^ire of 
^Iwds and agenda to hdp them and how 
information moII be handled, Uie consent is 
readily given. Ihe Contra Costa Intmgency 
Family Preservation Ihrogram, for example, 
reolls Uiat in serving 150 fomilies, Uiere 
have been imly two instance in which con- 
sent was reused. Similariy, the linn Coun- 
ty, Oregon Youth Services Trams have 
obtained cimsent in more than 90% of their 
cases. In fact, many effective collaboratinrs 
find that assuring that a person under- 
stands why consent is being sought and 
what the result will be has value beyond 
simply obtaining the release. Ihe ixuhvidual 
or family to be helped becomes an active and 
contributing part of the planning process. 

To ensure that people do imderstand what 
they are being asked to sign, the staff per- 
son printing the form must himself or her- 
self imderstand what the form says and 
means, tmderstand the benefits of con^nt 
and any consequences of declining to sign 
and be able to present this information clear- 
ly. For its Integrated Service information 
System, Delaware is (kveloping a checklist 
to guide staff in strengthening client imder- 
standing (see Appendix 2 for current ver- 
sion). As envisioned, the staff person will 
sjrstematically explain the nature and pur- 
pose of the system, how it will benefit 
children and their families, the kind of infor- 
mation in the system, who will be allowed to 
view it and the parent's right to know who 



is loddng at a diild's reonrds. After thn in- 
tonation has bN» fffesented, the parent 
wouM 1m ai^ed to exfdain his w ha* under- 
standing of the system and how the fiamily 
might benefit b^»v ngning a oonsaat 

Who Can Grant Consent? 

An adult usually must grant consent (or 
release rfinfinrmation about himself or hei^ 
sdf; unless there is a court detmiination 
that a rdease can be mi^e witiiout ccmsent 
or on the basis omsent by som^me else. 

Genially speaking, parents can or must 
authorize release (^informaticm about 
diildren. Some collaborative efforts such as 
the New Futures program in Savannah, 
Georgia, have experienced problems when 
par^ts are alwent or unavailaUe, and it is 
not dear who is authcmzed to consent to 
release. Who has authority to sign a rdease 
will likely deperd on state law. However, if 
there is uncertainty about whether the cus- 
todian has authcnity to sign, tiiere may be 
the same uncertainty about whether the cus- 
todian cotild consent to mmlical care. Accord* 
ingly, resolving the child's status may be 
important for more reasons than jtist ensure 
ing that there is consent to information (Glar- 
ing. 

Althoi^h in many instances the law may ex- 
pressly pxtJvide that parental ccmsent is suf- 
ficient to rdease information aix>ut a diild 
under 18, a numW of sites have found it 
valuable to obtain the oinsent of the child as 
well. This step can help the child feel a 
stronger sense of involvement and ownei^ 
ship over the services being provided, lessen 
parent-child conflict and help alleviate any 
fears of the chUd that parents and the in- 
stitutions are allied against him or her. 

The idea of obtaining a child's consent is sug- 
gested in fkleral rules affi^ting si^ci^ 
education. These rules provide that a state 
education agency m\ist have i»)Uci^ and 
procedures regai ling the extent to which 
children are afforded rights of privacy 
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sioiUar to tho88 afforded to ^uvnts, taking 
into oras^mtkm the agB of Ihs ^Ud and 
tgppo or severity of dbdbiU^. Ths Youth 
Services Teams in Linn County, Oreffm, 
viSBBt an eiample ui sdmilar nilra being ap- 
IfftMtdly to many diiMrea served 
by the eoUrborative mideavor. Hie teams 
se^ the writtoi omu^t of any diild age 12 
aiuel ovffir, in action to the consoit <tf Uie 
iqi|a«^niate adult If the duld does not sign 
the consent, pdicies imrv^ that the 
Juvenile D^ a r t meat will not participate in 
any infiffmciion sharing. To date, no child 
has declined to consent 

HmMig filiations Where Consent 
is Hmd or bnpossitto to OMiM 

In what api^rs to be a small number of 
cases, a p&aon simply does not want to sign 
a cimsait Why? Perots may fear that the 
process will be used to take th^ children 
away from them. An i^escent r^eiving 
couiiflriing because of maltreatment at 
home may not want that known at school, 
whk^ is the one where he or she has a 
stnmgpcdtiiw image as a l^uter and 
atib^ever. In other instance, an individual 
has had a luid e^wrience with one or more 
ag^ides in the part and di^ not want infor- 
mation to be shared with perscms he or she 
does not trust Occasionally, there may be 
fear that the parent or child is vulnerabJe 
because of illegal activity. 

If consent is withheld, it may be useful to 
try to detramine — without exerting pres- 
sure or re({uiring that a reason be given — 
why a {^zwm is refusing. There may be a 
legitimate omoem that ought to be o)n- 
si<bred by the involved agencies in future 
planning. 

Even when there is no consent there may 
be statutory provision for the diaring of 
some information — for example, if there is 
r^ison to believe an individual may be 
dangerous to himself or herself or to others. 
Confidentiality provisions oft^ have a 
liealth or safety" provision, i.e., a secU(m al- 



lowing an exception to reijuired consent 
where neo^aiy to iMHotect health safety 
in an emergmey. Since tl» collaborating or* 
ganizations cannot wait for thdr attm^ 
to research "emarn^mcy" exc^itions vAait an 
emergsicy is ooeiirring, it may be l^M^ io 
pull togeth^ eadi agents em^gency ex- 
ceptions and any intorpretatiois of t^se ex- 
ceptiois as part ttf ^vel<qiing the ovaall 
infonnation-fiharing proo^. 

In cas^ ^diere a ^enoa refuses to ocmsent 
BDd lieahh and safety" excepticms do not 
apidy, thore nee^ to be a way (^accom- 
modating his w her chmce because someone 
cannot be ccnni»Ued to waive a ris^t that he 
or she has under federal or state law. 
Moreover, for publicly fund^ service, it is 
unlikely that tiie state can permissibly deny 
an otherwise available service l^ause the 
individual chooses to exercise his or her con- 
fi^tiality ri|^ts. 

What can done when an individual 
rduses to consult? An approadi used by 
the Linn County, Oregon Youth Services 
Teams is to hold "generic .-ttafiBn^s." In these 
interagency team meetings, a caseworke: 
presente the case of the non-consenting in- 
dividual for group consideration and advice, 
but names and all identifying information 
are withheld, so that the individual's con- 
fidentiality rights are not compromised. 

Can Certain Structural or Staffing 
Arran^m^nts ftomove the NmJ 
for Consent? 

Among the characteristics of tmia/s col- 
laborative effor* s are significant changes in 
where servi^ are provided and in the ad- 
ministrative structures under which staff 
operate. OutpMting and co-locati(m of staff, 
interagency teams and even governing 
bodies that bring staff together in a new en- 
tity are increasin^y common. What effect 
do these arrangements have on exchanging 
informatior. and the need to secure consent 
from persons being served? The answer to 
that is not entirely clear, although most 
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A OtHd W^rtari W^i^a Vltw of Confldwittelfty . . . 

OiM wdfore reeords ^tein some sf ftemost piiv^ and personal infWmatiiHi ^ govern- 

8»vit>et)^ Mn> care fisd m oftoi osetmed tetomsttea aiio^ 

reflated to ^hm A nay wwiy, fi» traq^ thi^ a esBfiratd 

costhimorltgraiecarity demw. Mlhetametiia^ 

sarvB ^ mna ddMim oto are fifvslrated liy to ham asm 

aiatflwchgdwdtoiy»teminafal«iiw.Ad^»tficr^fetiMy,figea^^ 

aa iod^ttly to obtain iDfimation dbeat the varnttfa c«i^^ 

I'edsral and ^te laws genenU^ regulate aeeass to diild wd&re recordi, making the records 

iybasa sid I^reveatloB tVoatimt Afil (42 U&C. ^101 el as9) sedta to |ir^^ 
^ diJM and rf&e fihi^ pno^ «r gnaffitois fay in^cfaig ftdo^ fon^ng cei^^i^ 
Sato's imntiing 'V ^ateto tiuft aS leeffiNb eonenriifa^ rq)^ 

neglect are raaiiden^ and that their unauthoriEeddisdosiire is a criminal ofiR»i8e."A8toto 

Bi^, howevttr, *'«tfhofiB8 by statato disdossra to «iy air of cwtain 8ped&^ aaaied ^ 

sons and agencies 'Nznd^ &nitatlon mid praeednres &e state determiites'' (46 CFJL 

1340.140^. 'Ilie eaie^ttem priaiBi^ fe^t& perwM tovdved to hivBsti^^^ 

deliveiy f«kM to akise aad iMi^et The r^ulatioBs do net 

pfd^tef ^ jparesilf s raqAflyw ^ oflim idliumt a vaHd ne^ &r iaSmiM^ 

tiiediild ttrfioo^. AitSMsiui persmis w^mc^ may ree^ ae^s wHh the dientfs writtos 

consent or pumunt to a court ov^v. 

In addition to the ri^its of the child and famify, the confidentiatity r^ts of the individual 
B^ktog a good fidth r^MTt of misp^tod diiU ^bose or m^eet mast be protected. 
rqyorter emamto to release his mr ^ aaaie is to be kept eonfidni^ from everyiaie, inditing 
the child and ftimity who m« tiM iRidbject of tfie report 



sitef we consulted appear to be relying 
heavily on formal releases when there is 
any information flow that might be con* 
stnied as extendi to an agency. 

There is precedent in practice for using 
structural arrangements as a way to 
fadlitate exchange. For a nimiber of years, 
for example, some communities have been 
using "treatment teams," which include rep- 
re»entative8 from schools and other agen- 
cies, to handle selected child abuse cases. As 
members of the team, staff from sectors 
other Uian child welfare are considered to be 
bound by the same confidentiality rules as 
child we^are staff and Uiereby are qualified 
to receive information as needed. Sid 
Gardner and Katherine Kates observe that 
some places actually pay a modest amount 



to members of the team, in part to oitablish 
Uiat they are "employees" of the child wel- 
fare agency. 

While a similar philosophy underlies some 
current prop(»als to broaden finee flow of in> 
formation by "deputizing" staff in another 
agency or creating a "sui^rorganization" 
that brings e^ryone under one roof, these 
approaches do not seem to be the norm. 
Rather, although new organizational 
arrangements are making infomation shar- 
ing easier because the proc«iurra and trust 
are in place, ihe basic "rules" remain the 
same — whenever po^onal information is 
to be released to someone oUier than 
employees of an agency, consent is 
requimi. 
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Of course, staff participating on an inter- 
agen^ team or working at a site other than 
their own agency 8tiU have airailaUft to 
them, within established rules and proce- 
dures, infiamation about a child «r family 
that is maintained by their mm agency. 
Thus, in a Detrmt effort that placed workors 
firom the D^>artma^it of Social Services 
(DSS) in a school to wo^ with truant 
diildrai and their i^rnTlifft, the outstatimied 
workers were readily able to <^tain informa- 
tion alnmt puMte asstotance status and re- 
lated benefits, since Uiey remained DSS 
employees. Releases wane needed, however, 
for the workers to see the diildren's school 
records. Had those workers Income 
employees of the schocd, the school records 
would have bem open to them, but Uiey 
9mM have needed releases to obtain infor- 
mation from DSS. 

A somewhat more complex situation is 
raised by "new" agencies that are created 
through some combination of existing agen- 



cies or resources. The Prince George*s Coun- 
ty, Maryland Commission for Families, fm 
examine, is financed throu^ pocM fimds 
from the Defwrtments of Human Resources, 
Health and Mental Hygiene, Educatiim, and 
Juvenile Justice, and its staff ha[ve been 
redeployed frmn those ag«iic^ In this 
situation, for the purposes of ctmfidentiality, 
the oommi^on is emsidered to 1^ a dif- 
ferent entity than the particq»ating (H^ 
ganizaticms, and clients being served by the 
commissiim are asked to sign release so 
that Uie cmnmission staff can obtain infor- 
mation about tiiem frtmi the other organiza- 
tions. Similarly, tl^ sdiod-based Mrvioe 
center created by San Diego's New Begin- 
nings initiative, which also draws on 
red^loyed doUrrs and staff, obtains 
releases frtmi dients before information 
fr^m participating agencies is placed in the 
school-based center files. 
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As cdlaborative efforts eiqMmd, interest 
is growing in exdianging information 
not only to improve service detivery for in- 
dividual diildren and famili^ but also to 
address broader issues and to manage and 
improve the ccanmunity's overall structure 
and approach for helping its dtisens. Pdli^- 
mates and planners are addng questions 
such as: How many families are being 
MTV^ by more than one system? What are 
the characterisUcs of those families? Where 
are th«re gaps in service? What are the out- 



amies for families referred to certain ser- 
vice? 

Fcr these purpose, information about ser- 
vice needs and service delivery usually is 
sou^t at an aggregate tevel, ie., infiama- 
tion reported in sudi a way that particular 
individuals' identitira will not be known. Is 
individual omsent n^ed to use data in 
this way? I^at is an issue on vrfaich there 
are difference of opinion about what is per- 
missible — differences that may weU. be 



Confif^liaUty in Schools . . . 

llw enactment ofthe Federal EdttC^onR^ts and Privi^ Act (FEItPA} in 1974 has had an enoi^ 
moss flfifect on how schods treat and think about school rMords. The law has two miQW 
it UmHs who can 

see stndOTt wit^mt a parentis consult, and it provide for a parentis 

ri^ to see a diild's school records. When a diiM turns 18, the ri^ts that were previously avail- 
abto to Uie diikfspar^ become available to the 18-year^Id. State law may create more ri^ts 
ftr parmts anddiiUbrNi, Imt any sduMtl recdvingfedoal educatlim funding has to comply with 
the FERPA requiremoits. 

The guiding prhidi^ for relrase of student rraords under FERPA is parental consent The law 
lm»d]^ Mnra "ed^^i»l reomk" ai^ with hmit«l ^ccept&ms, pn^iil^ a sd^l fVom £^ 
ing those lecofds witlwut written euis«it. the Hmited exceptions general^ involve release to 
other sdiM^ officials or for other education-related purposes. 

Under ratPA, there is a narrow category of information called "directory informatim" that a 
sdiool can re^se without writt»i Mnsrat. "Directoiy informatiim" inchules a rtudmtfs name, i^- 
dress, tel^one nundKn*, date and place oTbirth and similar types of mformatiim. Dir^oiy infor- 
mation is eons^med informa^ai that would not generally be eonsi^red harraful or an invasion of 
privacy if disclosed Even in the case of directory infbrmatkm, a parent can file a written olg^^ 
to rekase of 1^ ii J^nuMtion. 

Because of raUVl's broad sec^, an initiative that %€ks to share education records with othe^ 
agmdes must invdve and obtain tiie crasent of parents of affected diildrMi. And, because parents 
luve the rights to see school lecmrds, the initiative must recognise that infbrmation provbbd 
the schof^ by ^er coQidbomtive agm^» taa^ bMorae araili^e to i^rmts if it is re^rd^ lb 
sdwol recerdsw 
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r&fAv^ as greater ajqwrience is gain^i, but 
that at present crrate smne ambiguity for 
collaborating la^nizwtions, 

On the ime hand, \aa^ on our re se arch, it 
appears that the distinction between ex- 
changing data for use at an aggr^te level 
and for individual service delivexy is Um fine 
to create agen&xUexc^ttion to confiden- 
tialitgr jarovisions. In part, concern arises be- 
causOr ahhou^ individual identities may be 
hidden in the final aggregata-levd report, 
the source material finom which tiie report is 
prepared genorally will ii^ude identifiable 
data. As a ecmsequence, ihere is seme risk 
that tiiose identities could be exposed. 
M<»peover, there may be a question as to 
whether or not an individual would agree 
with the purp(^ for which aggr^ate-level 
data are to used. Ordiririly, if the 
or^;inal material is prot^A^ by omfiikn- 
tiality rules, it would be e^i^ted that in- 
dividual consent for its use by an outside 
entity should be obtained. 



However, tiiere tqppear to be certain oondi- 
tions under which exchange without qjiedfic 
cons^t may be possible. I^ometimes, for ex- 
ample, there is an express statutory or 
regulatory provisioi authorizing release of 
infonnation for reseoncA purpo^ a 
eatery that a numl^ of sites believe in- 
dudes cross-agency efforts to identify ser^ 
vice gaps and measure outcomes. An 
instance is the Federal Educatiim Rights 
and Priiwcy Act regulatifms, whidi aHow 
disclosure for ontain studus: to develq|>, 
validate or adminkter predictive tests; to ad- 
minister stwient aid programs; or to im- 
prove instemction. To be acceptable ui^er 
these provisions, the study must be con- 
ducted in a way that does not permit per- 
sonal identification of parents and students 
by anyone other than representatives of the 
organization doing the study. And the infor- 
mation must be destroyed v^en no longer 
n^d^ for the purp<»es for which the study 
was conduct^ 



ConfitfmtMty Tiirot^ih tiM Eyes Of a WMIm Casffiiwf^ 

Since ei^etraent cf the Aid to Families with D^)end^t Chililren (AFtKI) Program, there havw 
bero census about benn tiiat could flaw from the misiae of information in AFDC case files, or 
evn aboBt rriea^^ the ba^ fort &at m i^Widnal ree^ves AnXX An indhffahia] mi»t prov^ 
^tetailed and h^b^ fwrsonal Mgra^ioa fllMnA her &iaiices and fim^ 
!^tmce.Maiypi^eteiMedm^^dedii»^tasai8t«ncetfthybe!tevedtiiatrthwshithe 
comnraaity erald grt twify mcms to the iiiANrma^n. 

An int^vidaal may want to prevent diedomire of her status as an AFDC recipient Some people 
fear thi^ a ku^Denl win not rent to thoB or an efl^oyer win not Ure tim if it is known thi^ 
tiu^rM^wdfora Seme parntts do not want thebdiildren to know th^reeeiveweUlu^ In 
one case, AFDC recipients who had been abased by former boyfriends or qxmses diarged that the 
former abusm w«r« tiyii^ to get infornmt^ ftimi irotere film to locate tiion. 

Tto prevent wroi^fid release cfwdfote faifonnation, federal bw require an ^ates to safogoard ii^ 
fimaatioB eoneerniiv AF1>C wl^ants ai^ ledptotts. If^nm^^ ean 
fMsens) fer puipasra "directly connected wMi" ibteimiah^ et^milify imd assistmM for AFIX7 
or any othor federal or fe<terally assisted pn^pram that provides ani^tance tm tiie bf^ of need. 
Wl»n fofermatloa ^ rdeased, it nmst be to persons or agmcies soli^ to standards of eonfidm- 
t&dity comparable to &^ welfore s^^sMy. 

Beeaose of the long history of welfoane confidentiality protections, state and local welfore agendas 
m fomvlly aeoirtim^ to r^yii^ im use «f r^ease forms and di«it emsmt w)Miev«r mit- 
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If similar kinds of management ccmtn^ 
^vere imposed on oUier exchanges of in- 
dividuafly idpntifiahlft data fig the purpose 
of preparing ae^^regate r^M^rts, would these 
exchimges he acoep^talde, eren tl^u|^ there 
is no eaq»ess proviaan? F«ar ezam]^ would 
an ezdiange be permissible if it todc i^aoe 
umter ti^tfy co&tndled om^tois snch as 
the Showing: Itee is only a tape-to-tape 
match by computo^, imly a %w peojde vrbo 
are carefully trained about the rul^ and 
their respon^lnlities have aoeess to the 
tf^es; and the tapes are promptly destroyed 
or returned to the originating organizations 
once a matdi is complete? Unfiaiunatdy, 
most (^the i^licable statute and regula- 
tions are silent cm this ]»int, and there is in- 
sufiScimt experience and case law to be 
cortain how a court mi|^t rule if tiie ex- 
diange wi^ challenged. However, it d<^ 
seem that the acceptability would be made 
more likely if sa^uards were incoriKurated 
to minimize any risk that individually iden- 
tifiable infonnation could be released. 

Other creative and practical iq>proaches 
that seem promiung as alternatives to 
having to secure consent from all affected 
parties are built around a process in which 
protMted information is never actually 
released to another organization. For ex- 
amplOi 8upiK)se there is an inter^t in find- 
ing out what proportion of students in a 
school live in fiunilies receiving Aid to 
Families with Depemtent Children (AFDC). 
Hie AFDC records are sulrject to federal 
regulations that prohibit their release to the 
schools unl^ there is ccmsent But the 
names of children in the sdiool are "direc- 
tory information" that does not fall within 
the protections of the Federal Education 
Rij^ts and Privacy Act So, there would be 
no barrier against the school providing 
names to the welfare department, and the 
welfore department using that information 
to report back the proportion, but not 
nam^, of students who are AFIX7 
recipients.^ 



M<»t of tira omditions and appro^hes just 
discn^^f^l with the omonn idiout 
wbether or iu>t in^vidual identitira mi^t 
become known. As noted above, ttoe also is 
some concern that exdianging data without 
specific rdease does not permit an in- 
dividual to decide if he » agrees with 
the purpose fiar wliidi infinmation is to be 
used. For example, som«»M mi^t agree 
with a data match dengned to assurs that 
sdiools with a laxge numbw (tf low4noimie 
chiUrrai reoKve extra fbi^ing, but mi^t 
not agree with a data match to try to etan- 
late geiMtic data and race. One approach 
which has been suggested to address this 
issue is the ^pUcati<m, before exch a ng e, of 
a "reascmabb person" test — Le., the par- 
ticipating oi^anizatifBM make a deteriinina- 
tion that a reasonable powm in the group 
about which data is to be exchanged would 
not object to having the data transmitted 
witnout further i^rmission. 

In applying a "r^yMmable person" test and 
considwing other questicms with respect to 
using aggr^te data withmit first obtaining 
spMific consent, those devdoping collabora- 
tive efiforts may find it usefiil to consult with 
their state's Institutional Review Board, an 
entity whidi is require under federal 
regulations for research involving human 
subjects funded in whole in part by funds 
firom the U.S. Department of Health and 
Human Services. Hiis is dsme in Florida, 
for example, where the secretary of the 
Department of Health and Rehabilitative 
S^vices, in approving rdease of confiden- 
tial information for research purposes as 
permitt^ by state statute, is guided by the 
policy and procedures of the Review Council 
for Human Subjects. 

To summarize, there are some sound 
reasons for wanting to exchange data for 
use at an aggregate level without obtaining 
individual consent and, in certain cases, ap- 
proaches that seem to offer reasonable 
protections when doing so. At tiie same 
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tune, it is dear that this is an area that will future legislative or r^ulatory aetion to 
need furthor eiqttoration as interagency col- establish acceptable guidelines. 
Icboratiim exi»nds and that may r^iuire 
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Automated systems offer a powerful tod 
for matching d^ta and eTchnTtging inform 
mation. But that cfl^>adty al«> carries spe- 
cial risks in the delicate area of 
omfidentiality. Security of records is cme 
risk* sii^ infonnatioo contained tm. a com- 
puter may be more bro^y a«»ssible than a 
paper file, unless there are special pro- 
vinons maife. Anotiier risk dsrives from the 
ease with whidi data manipulation can be 
done on computers. Simply because the in- 
formation can be easily generated or ob- 
tained df^ not mean that it should be. 
Whoi data manipulation had to be done 
manually, the extensive labor involved 
usually led. people to stop and think twice 
before dedcfing that the r^ult would be 
worth the effort. Much of that woridoad is 
eliminated through Uie iise of a>mputers, 
and so tme soum of caution about infor- 
mation sharing has been removed. It is 
therefore esi^dally important in an auto- 
mated environment to ask and answer the 
questions suggest^ elsewhere in this paper 
about why information is ne^ied and what 
infonnation is to 1^ exchanged. 

Limits on acc^ to information in the com- 
puter, as well as on input and output, are 
also ways tiiat states and communities are 
balancing the advantages and risks of 
automated systems: 

• lAmit access to what is in the system, Any 
shared system must l» structured so that 
access is limited, based on the extent to 
which ccmsent has been provided or 
authorization exists. Where consent or 
authorization is leu:king, staff should not 
he able to obtain ai^ess to protected client 
information. In Florida's Santa Rosa 



County, the sdiool system and public 
human MTvioe agency are using a com- 
mon computer<manag»l databa^ but 
staff in €mxh orsanizaticm are assigned 
passwords that contnd access according 
to whethor or ni^ rel^ise of infonnation 
to that pMson is autiiorized. For this dis- 
trict, using computers has resulted in 
easier and faster ffi^iange of information 
when that exchange is appropriate, but 
adoption of an automated approadi itself 
has not changed who has acoras to what. 

• Limit the data that are in a system. 
S^irity risks are r^uc^ if protect^ 
data simply are not put into the diared 
system in the first place. Ddaware has 
^termined that it would like schools that 
are concerned about a particular student 
to be aware that a human service agency 
is working with the student and/or his or 
her family, but they do not want addition- 
al sp^ific information to be broad^ avail- 
able. The state, therefore, is exploring the 
idea of adding client and worker names to 
a school district's automated system, so 
that school personnel will know whom to 
call if tiiey have a concern. But since no 
other infonnation about the dient or ser- 
vi^ being provide would in the sys- 
tem, release of any specific information 
would be subject to the woito^s profes- 
sional judgment. 

• Limit the data that can be retrieved from 
the system. Particularly when data are 
sought at an segregated level, it may be 
possible to construct the system so that 
personally identifiable information cannot 
be retrieved, even thou|^ it is present in 
the system so that data matches can be 
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made. Ttiis is Hhd aiqvoach OMo is con- 
ffiftonng for its new EducalioQ Manage- 
m^t Inta&atiiai System. 



Ahhoi^ special attentiim may be war- 
ranted when automated systems are 
used, in foct, assuring that iiM^nduals* cim* 
fidentiaUty ri^ts are i^otected is always 
important. Whm consent is ^Tm, it does 

not nuUi^ confidentiality ri^ts; it is per- 
mission granted for a qmcific situation or 
set of situations. The affected agencies need 
to have polki^ and imicedures in place that 
jKr^mre and guide staff to share information 
responsibly and that recognize the con- 
tinued n^ to respect confidentiality 
Iwyond the sjwdfic relw^ 

Staff Pr8[>aration and Guidance 

As with any procedures that are both espe- 
cially important and complex, any staff who 
will be in a positicm to share information as 
part of a cdlabcwative endeavor should 
receive training. Training should address: 
the specific rules that govern the 
individual's own agency; at le^t in general 
terms the rules that govern collaborating or- 
ganizations; and the provisions that have 
been established for sharing information. 

In addition to training, otaff will need writ- 
ten materials explaining the polid^ and 
procedures. Some agencies provide workers 
with a compilation of applicable confiden- 
tiality statutes. Whether or not this ap- 
proach is used, it is not enough. The 
statutory language may not be comprehen- 
sible, will not reflect existing judicial or 
agency interpretations and may not give a 
worker meaningful guidance on how to ad- 
dr^ unusual situations. Materials written 
in plain English nrad to explain what the 
limits are, why they are there and accept- 
able, agreed-u)H}n procedures for sharing in- 
formation. Hie Jiost effective guidance will 



seek to a&lr^ specific situatitms that the 
worker is likely to fooe. 

To oomplemttit training and wriUen direc- 
tives, thwe also ^Knald be an established 
way to resdve undw situations, ^thout 
tiiis, staff who are unovtain may \» afiraid 
to inrov^ infi^mation at all or may simply 
base the dedsiim on wiietho* tiiey trust the 
person asking for infonnation. An interagen- 
cy study of confidentiality in Oregtm reoom- 
mei^ed designating a Confidentiality 
R^ource Person in each dq»rtment to 
respond to questions about rele^ng infor- 
mation.^ In Florida's Department of H^th 
and R^iabilitative Sovices, a standing 
Data Integrity/Security Ccmtrol Board 
^vd(^ r»Domm«MlataODS for n^diMl 
changes in policies and {wocedures witii 
rrap^ to sJl data colle^ed and/or stored by 
the departinent Centralizing this re^xm- 
sibility is a way both to increase consistency 
in responses and to provide an upward flow 
of information about situations that may re- 
quire fiirther ptdicy and procedure develop- 
ment (The Orei^ study went on to propose 
a standing in^ragency ammiittee on con- 
fi^ntiality that could deal with proUems as 
they were identified, either resolving them 
administratively or determining what legis- 
lative action would be needed.) 

Finally, some collaborating organizations 
are reinforcing staff awareness of the need 
to handle confidential infonnation respon- 
sibly by regularly putting the sub,^ on 
staff meeting i^ei^das, as is done in Santa 
Rosa County, Florida, or by having staff 
sign pledges or oaths. In F^ton County, 
Kentucky, such pledge provide b(^ a ba^c 
foimdation for information sharing and a 
routine reminder. Members of the inter- 



ERIC 



34 



27 



agency team sign pledgira when thcgr first 
jcin thB team and reaffirm those idedges in 
a shorter fmm at the start ai every case con- 
ference. Sample oaths from Fulton County 
and &m are included in Appendix 3. 

Limiting Exchange 

KeqnngtlM information that is exchange 
to the minimum that is relevant and nec^- 
sary to serve the child and fiunily efiisctively 
is a good way to amure that open csbxi- 
municatifm does not lead to an undue in- 
trusion on privaqr. Another hdpftd practice 
is to limit exchange to those w1m> clearly 
ne&i to know jtarticular information alwut a 
child or family in order to provide d^ii^ 
services. 

Maay of the coUaboratave ^fbrts mention^ 
in this repOTt are explicit about the ne^ to 
limit unn^ssary discussion of cimfidential 
informatMm. lliis was a guiding principle in 
Uw design planning of the envisioned 
Michigan OpfMntunity Intern, for examine. 
In San B«rnimrdino County's Children's Net- 
woric, there is a statutory authorization for 
oommmiicfttion among members of a multi- 
disciplinary team engaged in prevention, 
ki^tification and trratment of child alHue. 
D«qpite this authorization, the establi^^ 
practira fox case management pr^entations 
is that names of children are not to be used 
unless it is absolutely necessary for the 
protection of the child. 

Fulton County, Kentucky, also expects staff 
to mtrict exchanged information to that 
which is directly relevant. They further 
have agr^ that exchange will take place 
orally (mly, in case-consultation m^tings 
concerning affected childreo. Redudng the 
amount of paper that is exchanged is a goMl 



way to reduce tlw risk that material will be 
mishandled at some subsequrat pmt. 

Extra Safeguarcto for Particularty 
Smt^ttva information 

Because oi negative puUic attitudes, there 
sometime can be damaging r^iwcuMttons if 
certain infimaation about an individual be- 
amies km>wn. For this reason, it is essoitial 
that there be extra jarotectiwi of intonation 
in the fidlowing cat^^imes: juv^iile arrest 
records, human immunodefidmiey virus 
(HIV) status, mental health history and 
trea^ent, and sul^tanra shvae history and 
treatment. 

Ro-R^easa of Infommtion 

Under federal regulations governing records 
in a number of areas, a r^pient of informa- 
tion ktan the record may use it only for the 
purp(»e for whidi disclosure was made and 
may not disi^o^ *he informaticm to any 
other party withoiU prior consent of the af- 
fected individual. 

Many collalM>rative efforts that have ad- 
drea^ the omfidentiality ii^ue take a 
similar position with respect to any so- 
called "re-release" or "third-party release" of 
information, i.e., an o^nization that has 
retximd infcmnation in turn releasing it to 
another (organization. Re-releaBe is 
prohibit^ to k^p dissemination within the 
araepted, limited bouncburi^ and to assure 
that no <me othor than the oz^anizations 
s]^cifi(»lly authorize by the individual or 
family receive exdiai^ed information. Tb 
help assiix^ a>mpliance with this prohibi- 
tion, written information that is transferred 
often is stamped wiUi a warning to this ef- 
f^ or is accompanied by a memorandum 
that explains the requirement 
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As W8 have sttgeested, it may be entirely 
possible to accomplish ptdicy goals 
witl^ ^»«'<4 '" g law. However, some legisla- 
tive actions mif^t earn the process witiiout 
alt^ing substantive protections. For ex- 
ample, the Iowa legislature mandated tiiat 
the Dei»rtment of Public Health (DPH) 
shmild ad<^t rules to provide for sharing of 
information am<mg agencies serving preg- 
nant women and (^dren. This put DPH in 
the position to develop modd rules for other 
agencies to review and adopt to fester consis- 
tensy. 

In some instances, laws affecting different 
agencies are inomsistent not for any policy 
reason, but because the l^slation was 
i^opt^ at different times and had different 
drafters. Legislative review and action to 
reduce these innmsistendes can make it 
easier for collaborating organizations to 
adopt common policies, procedure and 
forms. This is the goal ^ a recommendation 
by the Oregon Departments of Education, 
Corrections and Human Resources in a 1991 
report on tiie ways in which confidentiality 
rules imp^ service deliveiy. Hie report 
identified tiie need for a legislative 
mechanism to review all legislation relating 
to or containing proiKwals of client infcnma- 
tion sharing for the departments. The 
Oregon study also recommended that penal- 
ties for breach of confidentiality be made 
consistent and that the legislature ensure 
that state laws are brought into compliance 
with federal law and case law so that state 



law would accuratdy reflect permi^ble and 
impermissible sharing. 

Of course, the legislature ultimate will 
have responsilality if Uie collaborating or- 
gani^tioius detennine that sul^tantive 
diang^ in statute are desirable. While 
many propc^ds may \^ &ei^ on favorably, 
not fUl of tiiem will be. Certain provisions of 
law create barriers to information sharing 
because a l^;islature has (tetermined that 
there is a more important policy to be fur^ 
thered. For example, a number of persons 
with whom we spoke eiq)ie8sed firustration 
at the strong confidentiality provisions con- 
tained in f«leral law rating to alcdiol and 
drug b^tment. In some cases, agencies 
clearly fi^ a tension betwmn the brat inter- 
ests of a child and the prerogatives of a 
parent: the ability of agendas to hdp a child 
would be enhanced if information were avail- 
able, but the parent dow not want to make 
it available. Yet, Ctmgress has ""ade a policy 
d^ision that j^rsons should be enomraged 
to come forwmnd and seek treatment and 
has made the judgment that the willingness 
of i^rsons to come forward would be 
diminished if there were not an assurance of 
confidentiality. 

Where statutory barrier cannot )x 
removed, cdlaborating organizations will 
need to explore alternative approaches that 
do not entail direct exchange of confidential 
information, i^haps similar to th(»e that 
must be used when informed consent cannot 
be obtained. 
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For those who are u nd e rtaking broad- 
rra^iing cdlaboraUve elfortB to improve 
the wdl-bdng (tf ai^ ouUodE liff diildrai 
and famiUes, confidentiality often looms aa 
one of the firet and geemingiy moat cmnpli- 
cated "bttrrierB" to jmnt acUon. What our re- 
srardi and conva8ati<ms with state ami 
local officials tiutmghout the country have 
diown, however, is that confidentiality re- 
quirements are noi the barrier that they 
might s^m to be. Dev^cq^ng and im- 
plementing an efiectave approach for shai^ 
ing information dten takes longer than 
anyone had hop^ and involves an attention 
to detail that sometimes may \» frustrating. 
But the results of a careful, diligent and 
Gtanmitted efibrt are dear — procedures 
that allow communication among organiza- 
tions sharing a oommcm conram for diildren 
and families, which significantly improve 
services for those children and families 
while also respecting their legitimate rights 
to privacy and confidentiality. 

Yet, despite this promising finding, we recog- 
nize that many aspects of this important 
and compile i^ue remain to be addressed if 
the full potential of information sharing is 
to r^dized. The scq>e, scale and aspira- 
tions of interagency collaboration today sur- 
pass anything of the past, and much of the 
necessary poU^ and oi»rational firamewwk 
still must be developed. Information 
exchange is one among a number of areas in 
whidi this further exploration and develop- 
ment will be particularly valuable. 
Forthcoming work by the Youth Law Center 



in San Frai^isco and others should help in 
this regard (see i^pendiz 5). So, too, will 
continued experimoitation by and exdiange 
of ideas among statra and emnmunities. 

To help coUaboratcas throughout the 
coimiry learn from one another and to iden- 
tify areas in which fiirUiOT darification is 
needed, we encourage readers of this paper 
to share thdr qurations and ai^roaclies 
with the organizatimis that have prepared 
this publication or witix the National Center 
for Service Integration, a federally fUnded 
resource center created to provide tedmical 
assistani» and information dissemination 
service on the sulgect of cross-sector col- 
laboration. 

National Center for Service Integration 

154 Haven Avenue 

New York, New York 10032 

212-927-8793 

Joining Forces 

One Massachusetts Avenue N.W., Suite 700 
Washington, D.C. 20001-1431 
202-336-7079 

Council of Chief State School Officers 
One Massachusetts Avenue N.W., Suite 700 
Washington, D.C. 20001-1431 
202-408-5505 

American Public Welfare Assodation 
810 First Street N.E., Suite 500 
Washington, D.C. 20002-4267 
202-682-0100 
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Center for Law and Social Pdicy 
1616 P Street N.W., Suite 450 
Washii^EUm, D.C. 20036 
202-328^140 



Educatiim Commissiiai of the States 
707 17tii Street, Suite 2700 
Denver, Cdora^ 80202-3427 
^^9-3600 
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APPENDIX 1 



Sample Refuse Form 

Following are examples of release forms developing an approach for the exdiange of 

being used by various colkibmtive efforts information must detennine individually 

around the country. TlieM may {Hovide a tiie content of a firam that wiU be l^(ally suf- 

usafol starting pdnt in designing your own fident under applicaUe lavs and regular 

release forms. However, it is important to tions. 
remonber that «Eich state or community 



CONTRA OOSm COfJim, CALIFC«NIA 

COUNTY OF CONTRA COSTA 
INTERAGENCY FAMILY PRESERVATION PROGRAM 
Authorization to Release Information 

I, _^ , hereby authorize release of 

(please type or print name) 
all records, documents, and iniormation on my son, daughter, and 

myself and/or my family which is or may come on file with Contra 

Costa County Mental Health Department, Social Service Department, 

Probation Department, local school agency and Families First to 

and between these agencies for their utilization when meeting and 

planning services through their Interagency Referral Committee. 

I may revoke this consent at any time by notifying the 

Interagency Referral Committee in writing of my desire to 

withdraw the consent given herein. 



Signature of Conserter Date 



Witness J^ate 
Agency and Title of Witness 

BW:jap 3g 



CCMISEIIT TO TRLATTIEHT 
AH) 

OONSENT RELEASE OKIFTDEAfTIAL TNF(»MATTON: 
MJIBGSA^ IirrmcrafCY KSILIZATKUl 
FOS FSXXXBSS III ADOLESCEVT AMD CBUDSEH'S TREATMENT 
IllTESAGQICT TIIFTSHATT(»f EXCBARGE 



I, , hereby declare that I a® the parent 

or guardian of ♦ who is 

a child (SSI - ) applying for services provided 

by Bluegrass IMPACT, a project of the Cabinet for Human Resources and the 
Bluegrass Regional Mental Health/Mental Retardatic^ Board « Tnc. T hereby 
give permission to those agencies or providers affiliated with Bluegrass 
TWPACr, a listing of which has been given to me, to provide services to my 
child including consultation with agencies which my not have had direct 
contact with my child. 

I recognize that the services for my child's condition require the 
collaboration of numberous agencies and service providers • I understand 
that this collaboration requires the disclosure of information about my child 
so as to help the various service providers to make necessary assessments 
and service plans. 

I understand that the following information may be released to service 
providers: 

1. The full name and other identifying information regarding rey child 
and our family. 

2. Diagnostic and assesOTent information including psychological 
and psychiatric evaluations, medical histories, educational and 
social histories. These evaluations nay include references to 
other family sobers. 

3- Treatment and/or educational rehabilitation or habilitation plans. 

4. Current observations of behavior. 

5. Recofflfl»ndations to other providers. 

The purpose of this disclosure shall be to facilitate service delivery to 
my child. 

I further understand that the information generated or obtained by the project 
can be shared with the agencies or providers affiliated with the project. 

This authorization to release infom^tion extends to the various interagency 
committees and response teams of project IMPACT. I authorize data to be 
shared with the Cabinet for Human Resources, Department for Mental Health 
and Mental Retardation Services, Division of Mental Health. The purpose 
of this disclosure is to assist in needs assessment and planning for future 
services. 
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I also understand that this authorization for release of information will 
be in effect for the duration of services provided to my child and will expire 
upon termination of services, I understand that I can revoke this consent 
at any time and this consent shall be reviewed annually. 



Affiliated Agencies and Providers 

Department of S<xial Services 
Division of ftental Health 
CoDprehensive Care Center 
Kentucky Court Systan 

School Districts: 



Health Departn^nts 

Urban County Governiaent Children's Services 
^'^riv^^te Therepist: 

Psychiatric Hospital Unit: 

Therapeutic Group Home: . 

Other: 



I certify that I have read and understood the content of this form. 



Parent or Guardian Date 



Witness Date 



REVOCATION REQUEST: 

I hereby revoke the authorization for release of information pursuant to 
the terms above. 



Parent or Guardian Date 



Witness Date 
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Sm DIEQO 



D-R-A-P-T 



R£L£AK - ItNtTEO 



EXAMPU OF LIMrrEO AUTHORIIATION TO IjSLEASE CONFIDENTIiU. UraMATXON 

CONSENT TO mTICIFATE AND AUTMmiZATION TO RELEASE 
CCN^IKNTIAL INFOWATKM 

I. PROORAM PURPOSE ; (Statenent must anMrs who, what and 

The Center Is a service Jointly funded and governed by city, county, 
private and schrol agencies for fanllles anl children served by the 
school. The nanes of participating agencies and prograus are: (Specify 
the naiaes of the agencies/programs mst be stated to assure the 
participant Is pr^rly Infomed.) All have agreed to co^erate to better 
serve you and your chlld(ren) and to protect your confidential records. 
The purpose of the C«iter Is to provide families the support they to 
enable their chlld(ren) to achieve aaxlnum academic* social and personal 
growth; and to assist fanllles in obtalnli^ health, ^cation, social and 
CMunlty services as needed. 

II. REASON FOR UNITED RELEASE ; (Statanent wust give the purpose of the 
release} 

Center staff and staff froa the participating agencies (hereafter called 
Extended Teas) who work at or with the C«iter to craraunlcate with 
each other on your behalf. Your Initials and signature on this form gives 
your written consent for C&iter staff and the Extended Teas to verbally 
share certain Infomatlon on your family clrciflBStances. This release also 
gives designated Center staff permission to review and record certain 
Information from the automated files of the participating agencies. The 
purpose Is to; better coordinate services betti^en the Center and 
participating agencies who can or are providing services to you, your 
chlld(ren), or ywr family; nlnlmlze ^plicate efforts by you and the 
staff working on your behalf to verify certain facts about the family held 
by a participating agency; and develop the best service plan for and with 
you. 

HI. PARTICIPANT AGREEMENT/AUTHORIZATION ; Initial the black 11ne(s) to 
acknowledge you have read, understand, and agree with the statements. 

. I wish to receive services from the Center for my chlld(ren) enrolled 

In the school, myself, and other majors of my family for whom I am 
the parent or guardian. 

. I authorize Center case management staff and Extended Team members 

from the participating agencies to verbally exchange the following 
personal Information only about me and my minor chlld(ren) from their 
case files: (Identify the Information to be exchanged.) 

Example statement: Summary Information about the 
agency (s) service plan for health, education and 
social services, and the level of achlevmnt of 
the plan(s). Summary Is defined as general 
statements only and precludes diagnosis and 
specific treatment Information on any services 
given by a health care provider and any Information 
specifically precluded by law under this simplified 
procedure. 
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0-R-A-F-T 

CO^IKNTIAL immTION 



miASS. - UNITED 



I authorize Caittr staff to access and record Information froa the 
autonated files of partlclpatlr^ agencies to verify the personal 
Information noted helow: (Identify the data elwnents and information 
to be released) 

Exiles of data el&oents: Name; birthdate; sex; address; social 
security number; case worker number, nm and p)wr« mimber; and case 
status • open or closed with date of last action. 



IV. NOTICE OF RIGHTS ; (State limits on release awi other required assurances 
and notifications according to the service delivery plan) 

Your records at the Ceiter and with the participating agencies are 
protected under the federal, state and local regulations governing 
Confidentiality. Written records from those files will not be released 
under this authorization; except as permitted or required by law. Center 
staff may release information on you or the chlld(ren) In your legal 
custody without your signed conse'it If you or the chnd(ren) are In 
Imminent danger to yourself or others and in the instance of child, elder 
or dependent adult abuse. 

The discussions and consultations of the Center staff and Extended Team on 
families served at the Center are confidential ami the Infonutlon may not 
be released to anyone other than designated Cotter or Ext^ided Team staff. 
The information will be maintained in a manf^r that ensures protection of 
your privacy and confidentiality rights. 

Federal rules restrict any use of the disclosed drug or alcohol 
Information to criminally investigate or prosecute you. 

You may revoke this consent at any time. Exception: Action already taken 
based on the consent, may not be revoked. 

This consent expires one year from the date you sign this form. 

You are entitled to a copy of this agreement. 



SIGNATURE 



(Parent/Suardlan/Authorized Minor 



DATE 1 1 

Mo Day Year 



SIGNATURE 



(Authorized Center Staff) 



DATE I I 

Mo Day '^ear 



Citation Examples: Civil Code, 34, 56 and 1798 



Welfare and Institutions Code, lOBSO and 5328 
Education Code, 49073 
42 CFR Part 2 

Health and Safety Code 179$ 
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ERIC 



PHINCt GEORGE'S COUNTY INFANTS M&> TODC^ERS PR06RAH 

COr^NT FOR PARTICIPATION 



♦ II 



.rslerred Id the Prince 



08orge'$ County infants and Todifisrs Program. The Infants and Toddlers Program re^esmw^ a 
ooQper«l1va effort Mween the foHowmg agsnc^ 

t Prince George's County PiO^lte Schools 

• Prince George's CnffityNe^PepartfMnt 

• Prince George's Oamty Department of Soc^ Services 

• Prince OBorgB'sCDURtyAssocletton of R6lBrdBdCttt28ns 

• Prince deorge'i County Comffltssion fdr Persons with Disdhllltles, and 

• Prinoe George's County Commission (or Families, and 

• Other 

1, , have received til li^iwlton relevant to 

theimigram. 

lagreelopart^lp^ 

I agree to have my child svtiualBd. 

_ t agree to family assessmeiA. 

i underhand Uiat Infiirf^ton ohtalnsd by the Infants and Tod[^ Progr^ 
and used for screening, assessttig. planning, and facilitating M<tolivery of ap^xipri^ servtees 
imder this program. The agency prtteH^lngmthterooram will aKchango my child's 
records with the imdBr^ndlng that th^ are confldBnttel and wilt not to rtieased without my 
prior written oonsent, except to prttclpettng agencies and to the rteyland Office fbr Children. 
Youth, and Families, l understand M the agencies listed atove will share pertinent records, 
Induing Out not limited to the follow^ 

• educ^ionol evaluations and sen ices 

• meiM evahiMlans and U'eeUnef^ 

t psychtAigtoal ev^uattons and trertiMnts 

•socWhtetory 

•devstof^Mntal h^tery 

• other pertinent agen^ records about my child 

• other (specify) 



i furthr understand thst I hM the right to review and ohtair - ^ of such records, and 
that my grants of consent Is voluntary and I may wlth(row my oor^ .atanytlmetiy 
sutmiltting a signed and doted waiver revoking my consent 



Oommants:. 



Sfgnoture of ParenK s) X Guardlan( s) 



Signature (tf Witness 



Type or print name 



Type or print name 
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Data 

Fxm *4(7/9IJ 



SAN mNABfixi^ ooum 
CHXLmM'6 

C0M6BNT TO S X C K A H 0 S 
COMFXPBMTXAL XNFOSMATIOH 



Patient '0 HtM Blrthdate. 



Social Svourlty Cli*rt Mvabcr. 



Z aiitlieriBe San Bernardino County Department of 



to exehenne inforMtien with: 



HAKB. 



•bout informtien obtained during the eotirae of &y trea^wnt tov 



the oxcbange of recorde authorised herein ie required for the feX lowing 
yurpoee: 



Such axehanse ahall be limited to the following speoif ic type* of 
infomation: 



This eonsent la vubjeot to revocation by the underaisned At any tlM 
•xoopt to %h9 extent thet notion hea been taken in relianea hereon, and 
tf net enrlier revoked, it ahAll terminate, without axpreeo rovoeation 

cm: 



(Date* Event t or Condition) 
Date g - Wltneeo 



ftifwii* Signed: 



Patient Phyaiolan in Charge 



Signed; 



Parent, Ouardian, Coaaervator O^FXDmiTIAL pjinBNT JUFmiATlON: 

SEB CALIFOBHIA tOLPABB AMD 
XNSrXTUTXOHS CODE SBOTXOH SSBS 
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LINN cotmry, Oregon 

ALBANY YOUTH SERVICES TEAM 
AUTHORIZATION FOR RELEASE AND EXCHANGE OF INFORMATION 

I, , authorize the release of Information between and among 

the identified Albany Youth Services Team members wNch will be planning services for 



Oiant(s) Nanw(a) (Pfusa Inohttis aO tamOy msmbsrs) 

The purpose of the Authorization Form is to enable agencies identified as members of the Albany 
Youth Services Team to better serve your child through coordinated service planning and delivery. 
Representatives of these agencies will meet and share information regarding your child at 
scheduled planning and review fTwetlngs. 

The Albany Youth Services Team for your child shall include the following agencies: 

* Greater Albany Public Schools 

* Children's Services Division, Linn and Benton Counties 

* Linn and Benton County Alcohol & Drug Treatment Programs 

* Linn County Dept. of Health Services 

* Unn-Benton Education Service District 

* Adult and Fanrtily Services 

* Unn arul Benton County Juvenile C^partment 

* Albany Police Department 

* Unn and Benton County Sheriff's Department 

* Oregon State Police 

* State of Oregon Parole and Probation 

* Other 

To assist in determining the availability of resources, please put a check in the box if your child 
has a: 

[ I Medical Card or Q Private Insurance 

The information which may be disclosed/exchanged is: presence in the program, and school, legal 
and treatment records which include assessment, family history, diagnoses and treatnrtent 
recommendations from the Linn County Mental Health and Alcohol and Drug Treatment Programs. 

This release authorizes a free exchange of information between members In order to give the most 
complete and thorough services available. It does not authorize release to any other person or 
agency except those agencies listed above. Unless revol(ed in writing, this release and exchange 
shall remain in force for a period of 12 months from the date of authorization. 

To the party receiving this information: This information has been disclosed to you from records 
whose confidentiality is protected by federal law. Federal regulation (42 CDR Part 2) prohibits 
you from making any further disclosure of it without the specifk; written consent of the person 
to whom it pertains, or as otherwise permitted by such regulations. A general authorization for 
the release of medical or other information is not sufficient for this purpose. 



Witness Authorizing Signature 



Date Relationship to Child 



Juvenile's Signature (12 and over) 
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Revisad 10/91 



ALBANY YOUTH SERVICES TEAM 
REFERRAL FORM 



Youth's Name 



DOB 



1 L 



Age 



Sex 



Honw Address 



Phone (Home) Phone (Work) 



Referred By 



School 



Grade 



Yes / No 
Spec. Ed. 



Agency Date Referred 

Yes / No At / Above / Below 
Attending Academic Working Level 



Parent/Guardian Name 

Address (If different from above) 

Pathflf / Mother / Step Pa rent / Foster Parent / Adopted / Other (explain); 
Youth Uves With 



Reason for Referral: 



Pertinent Family History and Observations: 



Addittonai Comments/Information: 



(Include any specific questions you have of particular agencies in below categories.) 
Prior Agency Invoh/ement: 



Request for Other Agency Participation in YST Staffing: 



(Please make sure any agencies listed above are also listed on the Parent Authorization Form.) 

fl«viMd 1/91 



nxLix^ oowTi, KsnucKv 



FULfOlf OOtllRY KIDS PiKXIBCT 

iKsmpcxf XHrBKauam loxjvsRr sysm) 

afcitdonfr IdentAflcaticm; 

Name: POB: 

Address: 3>S.i: 

Parent : Fbane : 

Address (if different from student): 



Parntigalon ffic Service ; 

Permission is hereby given t« the staff of the agencies 
participating in the Fultcm County K1D8 Project, as listed 
below, to render services tai 



whose relationship to me is: ^C^ild Other:. 



Belaage fi£ Information; 

I> as parent/guardian of the above nested child, Irareby 
consent to the release of information by the partdcipating 
agencies within the Fulton County KIDS Project for oral 
presentation only at case conference meetings* fhls 
information will not be released to other non~ participating 
agencies /persons without tl^ express written consent of the 
parent/guardian and prior written notification of the school 
district. I underst-and and have had explained tjot me that the 
sharing of information will enable the partdcipatdng agencies 
to provide my child/family with the most efficient and 
effective services. !niis release may be withdrawn upon 
receipt by the school district of the written notJfication of 
revocation , 

This consent form is valid for a pex'iod of tdme beginning 
^and ending 



Pax^nt/Guardian Signature Date 



Vitness Dat« 

I understand that the following agencies will be 
participating as needed in the case conference and will be 
exchanging oral infomat-ion concerning my child/f<»nily: 

Department of Vocational Rehabilitation 
Department for Social Services 
Department for Social Insurance 
Purchase District Ileal th D»f?>artment 
Coraraission for Jfandicamxl C3>ildren 
Department for finploynent Services 

Adbiinistrative Office of the Court- Juvenile Services Division 
Western Kentucky Regional ffental Health -Mental Retardation 

Board, Inc. 
Fill ton County School District 
FUlton Independent School District 
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APPENDIX 2 



Smuf^ Oiecidist for Re^>onsft»le tor Obtaining Consent 

( ) THE DELAWARE INTEGRATED SERVICE INFORMATION SYSTEM HSIS) is a computemed 
statewide tracking system for children at risk. "At-risk" children are children from newborn to eighl 
years old whose parents or doctors are conc«Tied alwut their growth aiK! dev^c^m^. Private 
doctors, hospiuls. and agencies are working together to make ISIS work for you. 

( ) THE PURPOSE OF iSlS IS to better plan services for children; to coordinate services to babies and 
young children; to work toward having sCTvices avt.;}able for children as early In life as possible. 
Some of these services are: audiology, speech/language, nursing, nutrition, occupational th^^y 
(OT). physical therapy (PT). psychological, social work, special instruction in school. 

( ) ISIS WILL HEL P CHILDREN AND THEIR FAMIUES by helping families who receive many 

services understand what they are getting; helping families when children change ftt>m one program to 
another; by making sure all your information about services received is avail^e to you at any time; 
by helping to avoid duplication of services; by helping prof^ionals to hdp families find services for 
their children and themselves. 

( ) THE ONLY INDIVIDUALS AGENCIES WHO WILL BE AI.U)WEP TO WO K AT THE 
INFORMATION are those listed on the front of the Consent for Release of Information (om you 
signed. You nwy add tMhers. or refuse permission to any one of the listed agencies. C^lyttose 
agencies or individuals who are providing services to your child and your family would have a need or 
inter«t in viewing your information. 

( ) THE KIND OF INFORMATION T HAT WILL BE ENTERED INTO THE ISIS SYgrEM-Wlll be 

information that makes it possible to keep track of the services your child and famUy receives, fbr 
example; name, address, phone, risks for devet(^memal delay, medial diag:nosis, plan of service, 
referrals. Information from private, confidential conversations you may have wHh any indivuiual 
working with you and your family will not be part of this computer information. 

( ) YOU MAY ASK AT ANY TIME WHICH INDIVIDUALS OR AGENCIES ARE LOOKING AT 
INFORMATION ABOUT YOUR CHILD and you have the right to change the list of those able to 
share information about your child at any time. 

( ) 1 NEED TO KNOW THAT I HAVE EXPLAINED THIS PROGRAM TO YOU CLEARLY. ANP 
THAT YOU UN DERSTAND IT. so would you please tell me; 

( ) How do xjau think ISIS works? (let him/her explain in his/her own words - without 
promoting). 

( ) What benefits do you expect to get from participating in ISIS? 
( ) HAVE YOU MADE SURE THE PARENT UNDERSTANDS EVERYTHING YOU HAVE SAID? 



PLfASE ASK PARENTS 

Yes No 



Signature of Agency Individual Obtaining Consent to Participle in ISIS 



I J [ ] 1 would like to be part of a state-wide parent-to-par ent network for support and sharing 
of information. Therefore please release my name and address to the Parent 
Infcvmation Center rf DE., Inc. 



1/7/92 



ERIC 51 



APPENDIX 3 

Sampto staff Oaths 



Fui/Kw cajtm, Komxaor 



KENTUC3CY IHTEGKATED DELIVERY SYSTOM 



INITIAL CASE OQNFEREIK^E fEAH MEMBERS 
OCmFIOENTIALinr STATEIffilfT 



I, as a RHMnbei" of the Initial case conference t4»^ 
participating in the Kentucky Integrated Delivery SysteM, 
understand that confidentiality of identifiable information 
shall be maintained according tx> Part V» Privacy Act of 1974 
and the Kentucky Revised Stat4ites on Confidentiality: (KRS 
194. 060 » KRS 200,490, KRS 210. 235 » KRS 210.670. KRS 222.270) 

The oral infoiniation presentjewJ at case conference meetings 
will not be released to other non -participating 
agencies/persons without the express written consent of the 
parent/guardian . 

SIGNATURE AGEI«:y 



ERIC 



DATE. 
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SAN DIEQD, CALIFORNIA D-R-A-F-T 

STAFF OATN 

EXANPU OF CONFIOOITULm OATH 
CENTER Srm OATN <^ OWf H^IALITV 



I« the undersigned, tereby agree not to divulge any Infonnatlon or records 
concerning af\y participant without proper authorization In accordance with state 
ai^ federal law and inter^ncy agremntCs). I recognize that any discussion 
of or release of Inforoatlon concernlr^ a participant to any imautiiorlzed person 
Is forbidden and nay he grounds for legal and/or disciplinary action. 

During the performance of iqy assigned duties, I win have access to confidential 
Information required for effective family services coordination and delivery. 
I agree that all discussions, deliberations, records and Inforaatlon generated 
or maintained In connection with these activities shall not be disclosed to any 
unauthorized person. 

I recognize that unauthorized release of confidential Information will (Cite 
regulatory provision regarding penalties. Exaaole ; exposes me to iwrsonal civil 
liability under the provisions of Welfare and Institutions Code, Section 5330; 
and potential fine under Title 42, Code of Federal Regulations, Part 2). 



Executed this day of , 19 , at 



SI6JIATURE: NAME (Print): 

Center Employee 



TITLf: 
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APPENDIX 4 



Soma Key Federal Statutes and ReguiaUons Concerning 
Conflctentiality of information 



Aid to Families with Dependent Children 
Program 

42 U^.C. §602(aX9); 45 C.F.R. §205.50 

Aia>hol and Drug Abuse 

42 UJS.C. §290ee-3 (drug abuse) 

42 U.S,C. |290dd-3 (alcohol) 

42C.F.RF&rt2 

(Computer Matching and Priva<7 Prevention 
5U.S.C.§562a 

Early Intervention Program for Infants and 
Tbddlars (Part H of the Education of the 
Handic^ped Act) 

20 U.S.C. §1460(2); 34 C.F.R §303.460 

Family Edurational Rights and Privacy Act 

("Buckley Amendment") 

20 U.S.C. §1232(g); 34 C.F H. Part 99 

Federal Child Abuse and Prevention and 
Treatment Act 

42 U.S.C. §5101 et. seq.; 42 C.F.R 
§1340.14(i) 

Food Stamp Program 

7 U.S.C. §2020(eX8); 7 C.F.R §272. 1(c) 

Foster Care and Adoption Assistance 
42 U.S.C. §671(aX8) 



Freecbm of Information Act 
5 U.S.C. §552 

Juvenile Justin & Delinquent^ Protection 
42U.S.C.§5676 

Maternal and Child Health Services Block 
Grant 

42C.F.R §51a.6 
Medicaid Program 

42 U.S.C. §1396a(aX7); 42 C.F.R §431.300 

Privacy Act 
5 U.S.C. §552a 

Rimaway and Homeless Youth 
42U.S.C.§5731 

School Limch Program 

42 U.S.C. §1758(bX4); 7 C.F.R §246.8(a), (b) 

Special Education (Part B, Individual with 

E^sabiUties Education Act) 

20 U.S.C. §1412(2XD); 20 U.S.C. §1417(c); 

34 C.F.R §300.129; 34 C.F.R §300.560 - 

300.576 

WIC Program 

42 U.S.C. §1786; 7 C.F.R §246.26(d) 

Youthiiil Offender Act 
18U.S.C.§5038 
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APPENDIX 5 



AdtiRtional Resources on Confklentiaiity 



H(^l», Lola J. Tackling Oie ConffdentialUy 
Barrier: A Praetkal Guide /hr Jntegraied 
Family Services. San Diego, Septonber 1991. 

Hiis report — prepared for San Diego's 
coUabmttve New Begumings initiative — 
reviews federal, Catifomia and local San 
Diego statutory and regulatory require- 
ments for tnanflging confidential infoarma- 
Uon aoKOB puhlkly funded healtib, 
edncaticm ^id sodal fiorvice pn^rams. 
The report analyzes the issue, suggests 
management strategic to minimize 
pn>Uems, offers model procediures and 
forms and r^ommends dianges in law 
and administrative policy to fadHtate 
responsible exchange of information. Ap- 
pendices contain compilations of relevant 
federal, state and local statutes and 
regulations. 

Copie 3 of the report and appendices are 
available firom: 

Itepartment of Social Services 
County of San Diego 

Community Relations Bureau, Room 843 
1255 Imperial Avenue 
San Diego, CA 92101-7439 
619-338-2860 

The report is $6.50, Appendix A contain- 
ing fi^kral and California citations is 
$9.00, and Appendix B containing local 
citations is $11.50. Checks should be 
m»le payable to "County of San Diego." 

L^al Action Center. Handbook: Legal Is- 
sues /br Scho(U Bas&i Programs. New York, 
1991. 

This handbook is written for agencies 
providing alcohol and drug treatment and 
prevention services for students. It in- 
cludes a discussion of fcnieral ala)hol and 



dn^ abuse regulations, issuas in structur- 
ing a student assistance program, and is- 
sues with respect to the relationship 
between a stwdent's ri|^t of confideia- 
tiatity and a parent's ri^t to information 
under the Federal Educational Ri^ts 
and Privacy Act (FERPA). 

Copies of the report may be purchased for 
$26.95 from: 

L^al Action Center 
153 Wavexiy mace 
New York, New York 10014 
212-243-1313 

Bulk rates are available. 

Mental Health Law Pn>ject; National Eariy 
Childhood Tedinical Assistance System; 
and Division for Eariy Childhood of The 
Council for Exceptional Children. 
Strengthening the Role of Families in States' 
Early Intervention Systems: Policy Guide to 
Procedural Safi^uards for Infants and Tod- 
dlers and Their Families Under Part H of 
the Education of the Handi<xippedAcL 
Washington, D.C., 1990. 

This document describes the law and 
presents a set of proposed policies for ad- 
drrasing issues of consent, notice of 
rights, ri^ts to review and correct 
records, ^mfidentiality and procedures 
for resolving parental complaints in the 
implementation of systems of eariy inter- 
vention services for infants and toddlers 
under Part H of the Education of the 
Handicapp^ Act. Many of the prwedural 
safeguaxtls identified may have general 
applicability to other programs serving 
children and families. 

Copies may be purchased for $17.50 in- 
cluding postage, or $12.00 each for orders 
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of 10 or more shipped to the same ad- 
dress. To ar6sr omtact: 

IKvisifm for Early Childhood/Coimcil 
fi»r Excei^umal Chikiren 
Publication Sal^ 
1920 Assodatkm Drive 
Reston, ^Tirginia 22091-1689 

National Academy of Sciences, Committee 
on National Statistics, Panel on Confiden- 
tiality and Data Access 

Hie Conmittee on Nati<mal Statistics 
and the Social Sdence Research Council 
have jointly convent a ]»nel to study is- 
sues of confidmtiality a^ data aoc^ 
and to provide rMommendatioi» to 
fi^ieral agmicies for letter accommodat- 
ing the increasing tension l^twemi data 
access and confidentiality. Iliis study 
focuses almost entirely on statistical agen- 
cies and on statistical and research uses 
(tf data. Many of tha iasues Iraing om- 
sideredby tlie Panel may have general ap- 
plicability to state, local and 
nongovernmental agenda establishing 
{wlidM r^arding the handling of con- 
fidential materials. At this time, it is an- 
ticipate that a refMnrt will be available 
through the National Academy Press in 
late 1992. Contact: 

Committee on National Statistics 
National Ac^emy of Sden^ 
2101 Constitution Avenue N.W. 
Washington, D.C. 20418 
202-334-3096 

National Assmaation of Social Workers, 
Commission on Eduction. Position State- 
ment: The School Social Waiter and Con- 
fidentiality. Silver Spring, Maxyland, 1991. 
This position statement describes general 
ethical and legal issues facing school so- 



cial worlcers, with particular attention to 
situatiims that firequenCy arise in the 
school setting. The document includes ref- 
erences and an annotate bibliography. 
Copies are available at no charge fimn: 
National Association of Social Wcnrkers 
750 First Street N.E. 
W^hington, D.C. 20002 

Or^^ I^I»rtments of Education, CoIT«^ 
tions, and Human Resources. A S^y c/' 
ConfidentiaUty OB a Barrier to Service 
DeUoery. Salem, ^ril 1991. 

this study by an interagency workgroup 
contains analysis and recommendations 
based on staff interviews to determine sez^ 
vice barriers caused by confidentiality. 
Hie rep<»rt identifies posdble administra- 
tive, legislative and judicial mtions to 
r^uce the teriers, including dianges 
that could implemented at the service 
dellveiy level. 

C^pira may \m r»i\iested firom: 
BaxbaraRoss 

I^partment of Human Resources 
Directions Office 
320 Public Service Building 
Salem, Oregon 97310 

Youth Law Center 

Tbs C^ter is iindertaking an in-depth 
analysis of statutes and regulations per- 
taining to confidentiality in four states. 
The results of this study, which is being 
conducted with support from the Ford 
Foundation, will be available in late 1992. 
Contact: 

Youth L«iv Center 

114 Sansome Street, Suite 950 

San Francisco, California 94104-3820 

415-543-3379 
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1. $ecA5a?.K.%20SS^, Michigan We^are 
Rights Orgamzation v. De/^>sey, 462 F. 
Supp. 227 (E.D. Mich. 1978). 

2. Sec 42 U.S,C. 8290(fei-3(c); 42 U.S.C 
§290ee-3(c). 
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